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\  FOREWORD 
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This  study  was  begvrb  in ^coaferovers^  and  foij'  a  good  deal  of  its  t\ine 

has  continued  in  suqH/   There  Jere  Conflicts  between  Administration  and 

-  ^    ■         -     -  -         -      (  •      ,    -  -  -  -  ^ 

Ccmgress  on  hgw  it  was  to  be  funded,  on  the  mix  between  research  and  (lemon-  - 
strations  and  oa  the  due  date.:^^  • 

If  these  were  npt  ehough,   it  became  clear  early  i*i  the  course  of  con- 
ducting  the  •  study  phat  different  people  had  different  id^as '^of  what  it  wa^ 
to  be  about  and  what  it  was  to  accomplish.     For  some,   it  \^as  to  be  a  simple 
codification  of  research  on  tjie  ^severely  handicapped.  F6r ^t^ers  it  was  to  / 
tell  everything  that  r^hahi  H  t^t  ion  could  or  should  be  for' all  the^iSdbleu . 
For  sorrie  it  was  to  be  an  evaluation  of  how  well  .Vocational  Rehabilitation  ' 
works,  and  for  others  it  wds  to  be  a  set  pt^e  focusing  on  the  implementation 
of^ a  .long-sought  new  program  for  independent  living, rehabilitatipn .  Each 
group  of  advocates  for  a  given  program  or  disability  urged  that  it  highlight 
their  particular  interests  and  concerns.     Various  .providers  of  rehabilitation 
services  wanted  to  be  sure  their  special  needs  and  concerns  were  presented. 
Some  wanted  to  make  the  case  for  more  funding  for  VR  before  moving  to  .a  new 
program;  others  simply  did- not;  know  what  they  wanted;   the  work  scope  put  out 
by  thtf  Rehabilitation  Services  Administration  wanted  to  know  everything. 

In  the  course  of • this  study  we  have  tried  to  accommodate  as  mar^  points 
of  viex-j  as  was  reasonable,  we  tried  to  present  as  ^air  a  picture -as  possible 
i^ithout  ^eing  advpcat^  for  any  side,  and  we  tried  to  be  faithful  to  what  we 
took  to  be  the  basic  intent  of  the  directive  to  do  the»  study.     We  ,  reviewed 
with  care  the  recorded  testimony  and  talked  with  actors  involved  with  the 
compromise.    Wa  knew  that  in  Llic  Lime  available  we  would  be  lucky  to  even 
skim  the  voluminous   literature,  and  we  knew  that  much  of  it  would  not  answer 
many  of  the  key  concerns  as  we  understood -^them.     We\felt  that  the  mandate  was 

■  ■    '  '     /•  • 

ill 
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for  "coniprehen8ive"^and  we  tried  tor  it,  at  fhe  expense  of  depth  tn'some  in- 
Stances.     Our  computerized  review  scanned  tens  of  thousands  of  titles.  The 
literature  review  covered  hundreds  of  repoVts  and  studies,     in  a  given  t%me 
frame  with  a  given  set  of  resources  one  can  go  bro^d  or  deep  but  not  bol^. 


ha 


Our  strategy  was  to  try  to  blend  a  set  of  experienced  r^se^^C^ts,  some 
ndicapped  people,  and  a  lot  of  effort  into  cr^tion  of  a  report  which  could 
^       V**apture  the  ma^n  outlines  of  the  situation  and  prpblems  fa'^ced  by  the  severely 
handicapped  and  to  look  at  how  they  were  being  treated  in  our  society.  We 
tried  to  blend  some  new  dAta  with  the  literature  reviews.    We  were  also  con- 
cerned wl^h  not  merely  rspeatiftg  the  conventioual  wisdom.    We  wanted  to  focus 

■    '  -I-  -  -  ' 

on  those  aspects  whiph  t^ere  policy  manipula^le  and  technically  implementable. 
'The  question  of  "feasibility  of  methods"  sijtg^ests  technical  possibility,  i^ac- 
tical  delivery  systems,  and  the  will  to  put  the  resources  forward.    No  attempt 
•   to  fill  the,nee(3s  rff  f he  severely  handicapped  or  any  group  numbering  in  the 

millions,  will  be  cheap.     Suffice,  we  hope,  to  say  that  as  a-  society  we  could 

r%  ■  -     •  / 

sppnd  many  billions  and  still  have  n^ch' do.    We  did  attempt  to  show  what 
might"  have  been  bought  with  the  $80  million  which  would  have  been  the  FY  75 
\  authorization  under  the  vetoed  bills.     It  isn't  much. 

Income  instances  we  may  tiave  wandered  afield  from  tjihos^  who  have  a 
myopic  eye  glued  to  the  VR  program.     Some  of  the  adjustments  which  are  neces- 
sary to  permit  the  most  severely  handicapped  to  benefit  from  VR  services  exteijd 
,     well  beyond  what  VR  alone  can  be^xpected  to  do,  even  in  the  wildest  dream  of 
the  greatest  VR  expansionist.     To  ignore  these  programs,  though,  is  to  deny 
important  realities.     W^  decided  to  show  it  rather  than  deny, it.     The  cost, 
as  there  are  always  costs,  came  in  the  other  things  we  c«u Id  not  show  or  do. 
Thus  some *of.  the  data  analysis  is  less  than  the  material  deserves  but  what  the 
time  permitted.  ^ 
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The  alternatives  to  tRose  with  myopic  vision  are  those  sitting  and  won- 
dering what  we  convey  that  is  new.     There  may  be^little  new  for  those  with 

great  wisdom  and  experience  with  the  severely  handicap; ed,  but  they  are  very 

  ^  

few.      '    .     '  ^  '  ' 


The  legal  basis  for  this  study  comes  under  Section  130  of  the  Rehabili- 


tation Act  of  '1973,  P.L;  93-112.  Those  provisions  in  -heir  entirety  are 
as  follows: 

Sec.  130.   (a)  The  Secretary  of  the  Department  of  Health, 
Education  and  Welfare  shall  conduct  a  comprehensive^  study-, 
inclurding  research  and  demonstration  projects  of  the  feasi- 
bility of  methods  designed'  (I)  to  prepare  individuals  with 
the  most  severe  handicaps  for  entry  into  programs  under 
this  Act  x<rho  would  not  otherwise  be  eligible  to  enter  such 
^  programs  due  to  the^severity  of  their  handicap /  and  (2)  to 
assist  individuals  with  the  most  severe  handicaps  who , 
due  to  the  severity  of  their  ^landicaps  or  qt;her  factors  such 
as  their  ap.e,  cannot  reasonably  be  expected  to  be  rehabili- 
tated for  employment  but  for  whom  a  program  pf  rehabilitation 
^       could  improve  their  ability  to  live  independently  or  function 
normally  within  their  family  and  fioramunity.     Such  study  shall 
encompass  the  extent  to  which  other  programs  administered  by 
the  Secretary  do  or  might  contribute  to  the  objectives  set 
forth  in  clauses  (1)  and  (2)  of  the  preceding  sentence  and" 
the  methods  by  which  all  such:,  programs  can  be  coordinated  at 
Federal,  State,  and  local,  levels  with  those  carried  out  under 
this  Act  to  the  end  that  individuals  with  the  most  severe 
handicaps  are  assured  of  receiving  the  kinda  of  assistance 
necessary  for  them  to  achieve  such"  objectives. 

(b)  The  Secretary  shall  report  the  findings  of  the  study, 
research,  and  demonstrations  directed  by  sabsection  (a)  of  . 
this  section  to  the  Congress  and  to  the  President  together 
with  such  recommendations  "for  legislative*^  or  other  action  as 
he  may  find  desirable,  not  later  than  February  1,  1975. 


The  Department  of  Health,  Education  and  Welfare  developed  a  plan  for  impIementa-^ 

tion  of  the  study  hy  seeking  consultation  with  various  public  and  private\ experts 

(  ■         .  ,  1 

in  the  field  of  rehabilitation.     Initially,  a  strategy  waa  developed  to  ayard 
a  series  of  grants  to  various  researchers  and  analyBgfs.    Aftfer  objection  to 
this  procedure  by  Congress;   this  strategy  w«8  abandoned  In  favor  of  a  com- 
petitive contract  procedure.     The  comi)^et:lti\^  contract  was  won  by  th^  Urban 
Institfute,  a  nonprofit  research  firm  located  in  Wash'ington,  D.  C.     The  contract 
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to  perform  the  study  was  awarded  on  June  29,   1974.    At  the  time,  the  report  • 
was  due  to  Congress  in  seven  mpnths  on  February  1,  197?.     Subsequently,  the' 
Congress  ap{>roved  an  extension  of  the  Report  due  date  r?  June  30,   1975.  The 

bill  /carrying  tTie  extension  provisions  waa  vetoed  by  ^^.-sident  Ford  and  -i^evised 

'        '     {  .  ... 

provisions  for  extension  were  not  approved  until  December  7,  1974. 
^    '     The  work  statement  issued  by  HEW  in  its  request  for  proposal,  which 
forma  the  contractual  basis  for  the  work  performed  by  the  Urban  Institute 
cart  be  summarized  ^s  follows: 

Objective  I  To  define  and  ^elineat?  IMSH  (Individuals  Most  Severely 

Handicapped),  distinguishing  them  from  other  handicapped 
^  with  regard  to  demographic  and  epidemiological  factors. 
Task  1.  Identify  IMSH  by  definition,  description,  and  statisr 

4  *  tically.  • 

Task  2.  Relate. demographic  characteristics  of  IMS H^ to  el£gi- 

bility  to  VR.  * 
Task  3.  Differentiate  IMSH  with  VR  potential  from  those  without. 

Qblective  II         Determine  kinds,  sources,  and  availability  of  existing 
and  new  services  to  prepare  IMSH  for  entry  to  VR, 
Task  4.  Identify  service  rieede  of  IMSH  to  prepare  for  VJl. 

^    Task  5.  ~    Identify  provldcrjs  of  services  needed  by  IMSH  to  pre'pare 
for  VR.  « 
Objective  III  -    xo  investigatfe ,  ,  jseek  out,  and  determine  kinds ,  sources, 

approached  , and  avail^ability  of-  existing  and  new  services 
which  could  assist  IMSH  to  increase  their  capacities  for 
dependent  living  or  more  normal  functioning  :ln  community 

society  throui^li  the  nttalnment  of  non^VR  gpals. 

•■ 
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Task  6.     Xdetttify  services  needed  by  .IMSH  for  activities  ot  daily 

living  (ADL) .  "  r  ' 

♦ 

Task  7*     Identify  providers  for  services  needed  by  IMSH  for  ADLi 
-  -GbjectlVfe  IV       To  sttidjr  specific  VR-  cc^^ras  which  'l^ld  facllltato 

or  impede  successful  rehabilitation  of  *IMSH,  -so  that^ 
feasible  adaptaftlons  or  modifications  c£in  be  tested  • 

0 

as  service  alternatives. 
Task  8.     Identity  employment  factors  which  tend  to  increase  or  re- 
strict employment  opportunities  for  IMSH.  '  . 
Task  9.     Identify  early  casefinding  and  early  identification  pethods 
for  locating, IMSH. 
Tacfk  10.     Identify  relevant  technolo'^fcaT' advances  to  improve  services 

and  employment ^opportunities  for  IMSH. 
Task  il.     Identify  environmental  barriers  for  IMSH. 
Ob lect ive  V  '     -  To  study,  assess,  and  make  recommendations  for  (1) 
general  and  special  policy  and  implementation  con- 
sider a  t^forlBT^^d  (2)  ^demonstration  projects, to  test 
feasibility  of  service  methods  to  meet  rehabilitation 
eeds  of  IMSH. 


Task  12.     Identify^  UEW^programs  for  coordination  of  problem -sofving 

efforts  to  meet  the  needs  of  IMSH. 

) 

Task  13.     Identify  coSl:  and  impact  of  services.  ^  * 

Task  14.     Identify  research  and  demonstration  requirements  and  imple- 
mentation areas. 
Ta/8k  .l5.     Identify  and  evaluate  policy  options.  ' 
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t.  ^  /  to  these  obje'ctives  tti^t  this  report  is  devoted.  [ 

.      If  can  make  lio  pretense  that  this  report 'is  aa.  full  and  as  extensive 

as  we  wQuld  have  liked  it  to  be.    -sLch  reports  are  n^er  complete,  only  .ended. 

It  would  taker^another- year  or  more  jCist  to  get  what  we  would  .like  spelled  ouf 

more- comp^letely.  in  terms  of  the  data  on  hand.  ,  Entire  areas  whiclj  were  encom-  ' 
^   passed  ^n  a  page  oi^.^twe^  warrant  great^^r  elab-oratioii .     "^e  data  are  available 

but  the  time  is  not.'  We- are  confident,  though,  that  we  have  seported  ^aith- 
"  fully  on  the  needs  of  the  severely  h^'dicapped  and  on  feasible  methods  to 

meet  those  needs.     The^rest  is  up  to  Congres^^and  the  Administration. 
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CRapter  1  ^  • 

.   V  .  '  ■  .  ■ 

INTRODUCTION  ' 

Ii^  this  study  we  attempt  to  describe  a  comprehensive  overview  of  the  ne^ds  ^ 
of  the  mps^  severely  Handicapped.  \  The  focus  was  on  needs  wl)lch  can  be  met 
with  burrent  or  developing  technology  and  methods,  althougTi-~ln  some  Instances 
political  and  fiscal .considerations  may  place  constraints  on  the  feasibility 
of  these  ^thods.     It,  is  our  view  that  feasibility  of  methods  to  meet  these 
needs  means  more-  than  Just  the  technical  possibi'i>i£y .     It  also  means  the  degree 
to  which  methods  could  reasonably  \e  Implemented  at  expendltiire  levels  society 

may  be  wHllng  to  accept.  ;■  .  ' 

)  The  time  constraints  for  the  study  were  severe.     Consequently,  the  range  U 
a^  depth  of  the  material  only  begins  to  reflect  that  which'  the^  subject  deserves. 
The  material  presented  focuses  on  the  areas  and  data  which  we  felt  were  most 
important  and  which  woulcjT  be  most  faithful  to  the  multiple  concerns  of  the  ^ 
Congress,  the  Administration,  and- thQ  constituency  invcOyed  with  the  issues 
underlying  the  mandate  for  this  study.  It  was  not  possible  to  fully  deal  wifh 
every  concern,  every  group,  every  aspect,  and  every  service  possibility. 

After  an  extensive  search  of  the  literature  on  the  most  severely  handicapped 
and  rehabilitation,  we  conclude^  that  ^ihe  status  of  the  research  technology  is 

'  'k  ■  ■  , 

deficient  in  several  respects.  By  this  we  mean  that  no  fi^ndamental  set  of  pre- 

\ 

existing  research  studies  adequately  addresses  the  issues  relevant  to  the  needs 
of  the  severely  handicapped.  *  This  is  not  to  say  ther^  was  no--prior  fesearch, 
'^7~that  some  of  it  was  not  good  research.     In  fact,  the  amount  of  literature^ 
la  immense.     But  much  of  it  is  clinical  in  nature,  much  is  advocacy  and  exhort£^%. 
tlon,  much  is  grossly  outdated,  and  much  is , methodologically  poor,  the  primary^ 
problems  being  lack  of  controls  and  imprecise  definition  of  the  population 
under  study. 
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»  -  '      2  . 

4     Most  di8hear4:ening,  however,  was  the  fact  that  many  areas — labor  market 
participatioh  of  the  most  severely  handicapped,  for  example — were  virtually     ^  ^ 
unresearched.    Where  studies  fexist ,  they  have  usually  analyzed  one  or  two  sources 
of  data,  yhich  were  in(' turn  not  studies  specifically  designed  to,  inveatigate  a 
labor  f^ce  participation  of  the  severely  handicapped.     Examples  of  these  short- 
J  comings  are  extensive.     The  most  severely  handicapped  today  are  as  unresearched  . 
as  were"  the  poor  before  the  War  on  Poverty.  - 

In  addition,  the  amount  of  basic  infdnnation  on  either  the  severely  handi- 
capped  population  or  .on  "specif ic  subgroups  is  sparse.  -  While  the  advocacy  groups ^ 
have  considerable  expertise  iand  wisdom,  they,  have  few  data.     While  this  does 
not  lessen  the  validity  of  their  positions,  it  does  make  -it  difficult/ to  deter- 
mine  the  extent  of  needs  and  to  sfet 'intergroup  priorities. 

We  have  severely  limit^  »ur  estlmafe^s  of  overall  program  costs.  The 
shape  of  a  desired  program  is  not  established.     There  are  riot  enough  data  on 
utilization  patteri^,  enough  demonstrations,  or  enougTi  cost  data  to  reliably 
estimate  costs  of  a  large  number .of  alternatives.     Of  course,  any  authorization 
l^vel  can  be  used  productively.  .  If  one  wishes  a  really  comprehensive  program, 
however,  one  is  talking  about  a  gredt  deal  of  money.    -In  two  exercises  looking 
solely  at  5-year  costs  to  remove  tran'sportation  -and  mobility  barriers  and  for  a 
modest  program  for  1.8  million  I4rgely  homebound  persons,  the  respective  estimates 
\^re  $8  billion  for  the  transportation  program  and  a  like  amount  annually  for  the 
homebound  program.    We  do  make^me  suggestions  about  what*  is  posaible  for  smaller 
amounts  such  as  the  $80  million  which  would  have  b6en  the  top  authorization  in 
^  the  vetoed  bijlls. 

Of  cqurse,  the  cost  of  disabUlty  is  high  in  any  case.    The  costs  borne  by  the 
^  individual'  are  in  lessened  incomes,  higher  outlays  for  medical  care, . and ^equipment 
and  physical  assistance  t^o  substitute  for  lost  function.    .In^a'ddition,  there  are 
the  p8:^chological  costs  to  the  indlviduax       '■  «=amily  Imposed  by  enforced  dependenc; 
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There  ofe.  sociaUcosts  as  well— th^  public  costs.     One  measure  of  these 
is  government  expenditures.  '  Dr.  Monroe  Berkowitz  of  the  Bureau  of  EconoiAc  ; 
Research,  Rutgers  University,  estimated  for  the  Department  of  Health,  Education, 
^  and  Welfare  (HEW)  that  $35.5  billion  "in  19 70,' $51'. 6  billion  in  1973  (in  constant 
1967  dollars),  and  $222.8  billion  by  1990  will  be  the  "cost"  of  disability, 
counting  governmental  *and  industry  expenditures  and"  wage  losses.      His  estimate 
o£  "actual"  dollars  by  1990  is  $348  billion.  *  Examining  public  programs  in  this 
study  yith  respect  to  actual  expenditures,  Dr;  Berkowitz  estimated  that  $21 
'   billion  was  spent  on  the  Severely  disabled  alone  in^l97S--excluding  "vocational 
"  rehabilitation,  and  couiiting  only  the  Federal  share.     Abo^t  $13  billiJh  was  ^pent 
by  HEW.     In  that  same  year.  Federal  e:fpenditures  for  Vocational  Rehabilitation 
(VR)  were  $375  million.     Assuming  the  present  structure  of  income  transfer 
progrAs,  inflation,  and  historical  growth  rates  alone,  estimated  expenditures 
for  1990  for  income  maintenance  t^  the  severely  handicapped  would  be  $123  billion. 

If  some  of  our  suggestions  were  to  be  included,  the  outlays  might  be  ev?n 
greater.     We  would  see  cities  removing  transportation  and^chitectural  barriers, 
as  well  as  income  maintenance  programs  whicj  permit  the  severely  handicapped 
to  work  and  earn  as  much  as  they  canB/ithout  arbitrary  rules  which  cut  off 
benefits  before  their  earnings  are  adequate 'for  self-support.     Of  k^Be,  we  j 
also  think  this  could  reduce  government  expencH?tures  in  the  long  run. 
\^     We  hJve  been  struck  with  how  much  the  Administration,  the  Congress,  and 
the  constituency^  expect  of  Vocational  itehabilitation,  and  yet  how  limited  are 

the  resources  provided.'   Of  actual  expenditures  for  the  severely  handicapped 

f 

in  1973    Vocational  Rehabilitation  accounted  for  2  percent  of  the  HEW  Federal 

^   1      ^  p^^l.>..■H^.    r■n«^  BuTii^of  Disability  and  Effects  of  Federal 

Program  Expenditures.  Final  Report  (N^w  Brunswick,  N.Jt :  Disability  ^nd  Health 
Economics  Research,  Bureau  of  Economic  Research,  Rutgers  University,  197A). 
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share.     Yet  from  testimony,  on  bills  passed  since  1972\  the^, impression  remaing 

that  VR  maintains  a  more  important  place  in  expectations  than  its  aifprppriation 

•  ♦  • 

level  would  suggest,  f  ' 

The  reason  f or ' this  seems  apparent.     Vocational  Rehabilitation  alone  stands 
as  a  target  for 'all  those  who  feel  needs,  live  with  Heeds, "Advocate    or  needs. 
It  alone  is  committed  to  all  categories  of  disabled  individual^with  a  service 
•  philosophy,  delivery  system,  Snd  a  way  of  doing  business  that  can  meet  ne^ds. 
(  It  seems  to  have  the  value  system,  accomplishment,  philosophy,  and  flexibility 
to  do  more  than  its  present  charter  permits.     That  the  implicatione  of  chan&mg 
that  charter  c?©uld  vastly  alter  the  cha^racter  of  the  system  is  not  particularly 
welle*  understood.  , 

I  9  -  ■ 

♦ 

In  designing  this  study  it  would  have  been  possible  to  place  primary  empha- 
sis  on  the  severely  handicapped  or  to  do  a  kind  of  evaluation  of  VR.  The  scope 
of  worfe  issued  by  HEW,  ahd  agreed  to  by  The  Urban  Institute,  suggested  the  best 

4 

approach  wa©  to  look  at  the  people  and  see  where  VR  and  other  programs  helped 
in  meeting  their  needs,;    We  felt  that  the  major  point  of  contention,  ^e  most 
difficult  ana        cally,  and  the  most  in  need  of  explication  for  legislation, 
.  was  the  area  of  independent  living  rehabilitation  (ILR)  needs.     Less  is  known 
about  this  area  than  any  other  in  the  underlying  dispute  between  Congress  and 
the  Administration  over  the  role  and  function  of-  VR.     We  tried  to  look  at  h^. 
independent  living  needs  were  being  met,  whether  the  service  technology ^ihad^-the 
means  for  meeting  those  needs,  and  what  the  constraints,  might  be. 
Legislative  Background 

Congressional  interest  in  the  rehabilitation  of  the  severely  disabled 
an^in  the  inclusion  of •  services  for  independent  living  goes  back  over  a  decade 
before  President  Nixon's  vetoes  of  the. 1972  and  1973  bills  authorizing  such 
ail  expansion,  H.  R.  361  vas  introduced  in  -«^ly  1959  By  Repfresentative  Elliott 
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and  reintroduced  later  in  the  year  by  Representative  McGovem  as  H.R.  5416. 
These  bills  contained  titles  relating  to  Independent  Living  Rehabilitation  ^ 
Services.   'The  stated  purpose  was  to  assist  "...the  S'1>ates  in  rehabliitating 
handicapped  individuals  who,^s  a  result  of  s'uch  rehabilitation,  may  be  expected 
to.  achieve  such  ability  of  independent  living  as, to  dispense  with,  or  largely 
dispense  with,  the  need  for  institutional  care  or,   if  not  institutionalized, 
to  dispense  withj  or  *larg<^ly^  dispense  with,   the  need  for  an  attendant^  thereby 
reducing  their  burden  upqn  others  and  contributing  to  their  dignity  and  self- 
respect."  ' 
The  definitions  used  in  the^^'bill  were: 

(a)  The  term  "independent  livir^g  rehabilitation  services"  means 
counseling,  psychological'  and  related  services  (including  transportation) 
rendered  seriously  handicapped  individuals  aad  in  the  case  of  any  such 
Ijidividual  found  to  require  financial  assistance  with  respect  thereto, 
after  full  consideration  of  his  eligibiliqy  for  any  similar  benefits 

by  way  of  pension,  compensation,  and  insurance,  such  tetig^  shall  include 
physical  restoration  and  related  services^  including  corrective  surgery, 
therapeutic  trea'tment,  .^nd  hospitalization,  needed  prosthetic  appliances 
and  0ther  devices  which  will  contribute  to  independent  living  and  train- 
ing in  the  use  thereof.,  and  maintenance  needed  to  assure  the  availability 

of  such  services.  ^ 

I  •  A  ^  / 

(b)  The  ^rm  "handicapped  individual"  means  an  individual  of  em- 

*    ployable  age,* as  defined  by  regulations  of  the  Secretary,  who  is  under 

such  physical  or  mental  disabilllty  as  to  requira^Jjistitutional  care  or     •  * 
attendance  in  his  househd^d  continuously  or  for  a  substantial  portion 
of  the  time^  but  s^ho  can  b^ "^reasonably  expected,  as  a  result  of  rehabi- 
litation services        achieve  such  ability  of  independent  living  that  he 
will  n^  longer  require  such  institutional  care  or  such  attendance  in  his 
household.  \' 

'  In  1961  five  Representatives     introduced  bills  written  primarily  by  the 

National  Rehabilitation  Association  which  had  a  title  on  "Independent  Living 

Rehabilitation  Services."    The  purpose  of'  this  provision  expanded  on  the  1959 

I  bill  and  would  authorize '".*..  the  States  in  rehabilitating  handicapped  individual 


2.     Representatives  J6hn  Fogarty  of  Rhode  Island,  Dominlck  Daniel  of  New 
Jersey,  Robert  Giaimo  of  Connect tcut,  Albert  Quie        Minnesota,  and, Kenneth 
Roberts  of  Alabama.  ^ 
•  # 
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who,  as  a  result  of  such  rehabilitation,  may  be  expected  to  achieve  subs^^^i^ial 

ability  of  independent  living,  thereby  reducing  their  burden  upon. -others^nd 

contributing  to  their  dignity  and  self-respect f • First  ye^  authorizations 

were  $l4  million,  with  $25  million  for  the  second  year'.     The  title"  was  focused 

on  the  physically  and  mentally  handicapped  and  was  to  be  administered  by  the 

State  agency  administering  or  supervising  the  administration  of  vocational  ^ 

education  or  vx)catlonal  rehabilitation,  with  the  usual  provisions  for  adminis- 

trat^on  by  releV.ant  blind  agencies.     The  bills  provided  for  cooperative  arrange- 

ments  between  the  State  agency  to  administer  the  independent  living  provisions 

and  State  agencies  administering  public  assistance  and  public  health  program^, 

Social  Security*,  and  other  agencies  providing  services  "relating  to'^independing 

living  rehabilitation  services." 
**  • 

The  term  "independent  living  rehabilitation  services"  was  defined  as: 

H 

counseling,  psychological  and  related  services  (including 
*      transportation)  reipiciered  seriously  handicapped  individuals 
and  in  the  case  or  "^kny  such  individual  found  to  require 
financial  assistance  with  respect^ thereto,  after  full 
consideration  of  his  eligibility  for  any  similar  benefits  by 
way  of  pension,  compensation  -and  insurance,  such  term  shall 
include  physical  restoration  and  related  services,  including/ 
corrective  surgery,  therapeutic  treatment  and  hospitalization, 
^  needed  prosthetic  appliances,  mobility  and  other  devices,  and 

other  goods  and  seirvices  which  will  contribute  to  independent 
living  and  training  in  use  of  appliances,  personal  adjustm'enf 
seirvlces,  maintenance  needed  to  assure  the  availability  of  such 
services,  and  followup  services  to  insure,  maintenance  of  reha- 
bilitation gains. 

.  "Seriously  handicapped  individual"  was  defined  as: 

an  individual  of  employable  age,  or  below  such  age  if  in  special 
circumstances  defined  by  regulations  of  the  Secretary,  who  is 
under  such  physical  or  mental  disability  as  to  be  unable  to  per- 
form the  ordinary  functions  of  daily  living,  but  who  can  be 
reaet)nably  expected,  as  a  result  of  rehabilitation  services, 
to  achieve  such  ability  of  independent  livipg  as  to  eliminate 
or  substantially  reduce  the  burden  of  his  care. 

Of  the  fiv^  persons  who  introduced  the  bills,  two  are  still  in  Congress. 
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In  1961  the  National  Rehabilitation  Association*  when  asked  whether  sub- 
stantial numbers  -of  such  severely  handicapped  per^ns  can  benefit  from  Ind^- 

/ 

pwdetit  Living  Rehabilitation  services,  responded  affirmatively,  stating  that. 


"ReHabilitafcida  services  of  the  kind  contemplated  ±^  this  Act  are  no  longer 
experimental."'^ 


/  In  response  to^  the"  question  of  why  a  separate  title^program)  was.  estab- 
lishjjji^  rather  than  a  single  program,  the  response  was:  "Until  experience  has 
been  gained  in  the  administration  pf  Ixidependent  Living  Rehabilitation  ...  it 
is.  cojisidered  best  to  have;  the  two  separate,  although  administered  by  the  same 
agency.  This  arrangement  will  assure  that  attention 'given  to  the  new  program 
will  not  detract  from  emphasis  upon  vocational  rehabilitation."  . 

It  was  also  required  in  that  bill  that,  except  for  counseling,  psychological, 
and  related  services,  economic  need  was  tjp  be  required  as  a  basis  f or'^"rendition  pf 
services."    Then,  as  in  1972  and  197?,   the  Administration  opposed  these  provisions. 
The  nature  of  the  earlier  opposition  is  unclear,  but  persons  involved  in  the 
pracess  at  the  time  recollect  that  the  opposition  was  due  to  the  liability  of 
th^- Department  of  Health,  EducaMon,  and  Welfare  to  settle  who  might  administer 
the.^jrovlsions.     Public  health,  rehabilitation,  and  social  services  units  had  all 
expressed  interest.  f 

_ThiQ  history^ illuminates  the  nature  of  the  issues  in  several  respects. 
While  it  appears  that  little  has  chartged  in  the  16  years  or  more  since  the 
concept  of  independent  living  rehabilitation  for  the  severely  handicapped  was 
set  forth  in  a  bill,  much  in  fact  has  changed.     The  coi^^t  of  severe  disability 
now  refers  to  a  vastly  different  population  than  was  conceived  of  at  that  time. 
Many  other  programs  providing  benefits  to  the  disabled  have  sprung  up  with 


3.     National  Rehabilitation  Association,  Newsletter,  February  1,  1961. 


resources  which  dw^arf  the  Vocational  Rehabilitation  (VR)  effort.  Advances 
iji  the  technology  of  prosthetics  and  orthotics,   in  medical  car^,  ^and  in  the 
provision  of  services  have  vaatly  altered  who  cati'be  vocationally  rehabilitated. 
The  concept  of  independent  living  rehabilitation  has  also  changed.  Many  of 
those  who  would  .have  been  targets  for  independent  living  in  the  196(i's  are  , 
now  routinely  rehabilitated  by  VR.  ^  *^  ^ 

Testimoiiy  over  the  years  continues  to  recount  stories  about  persons  for 
.whom  no  services  were  available  when  needed.  Stories  of  persons  who  achieved 
significant  suQcess  with  the  help  of  services  offered  by  some  public  or  private 
progtam  have  also  been  told. '  While  these  types  of  stories  are  true^  they  are 
emotional  in  nature  by  design.     One  must  be  cautious  in  using  such  exampfiee  to 
serve  ae  prototypes  of  ^e  severely  handicapped.     They  are  a  heterogeneous  group. 
Labeling  and  stereotypes,  for  good  or  ill,  should  not  be  the  bat^ls  for.  design  of 
public  programs.     In  designing  such  programs,  one  must  look  for  the  most  probable 
case.  Within  the  bounds  of  a  shared  desire  to  help' the  severely  disabled  there 
is  ample  room  for  fair-minded  persons  to  r^connnend  alternative  solutions.  When 
placed  within  the  confines  of  a  budget  constraint,  the  disagreements  can  become 
pronounced  and  sharp. 

After  a  prolonged  period  of  testimony  establishing  that  the  severely  disabled 
without  vocational  outcomes  should  be  provided  with  independent  living  rehabili-  • 
tation,  and  after  years  of  concern  that  Vocational  Rehabilitation  should  begto 
to  focus  services-  on  the  most  disablaii*  provisions  were  written  into  the  voca- 
tional rehabilitation  bills-of  1972  and  1973  (92nd  and  93rd  Congresses).  These 
provisions  would  have  focused  VR  on  the  severerly  disabled  and  authorized  a  formula 
grant  program  which  would  have  allowed  States  to  provide  services  to  persons 
without  vocational  potential  to  live  more  normally  and  independently.  Both  bills 
were  vetoed  by  President  Nixon.     Efforts  to  override  the  vetoes  were  unsuccessful. 
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-  The  section  of  the  Rehabilitation  Act  of  1972  on  Itfdependent  Living  defined 
its  purpose:  ^ 

(a)  •••to  assist  the  several  States  in  developing  and  implementing 
continuing  plans  for  meeting  the  current  and  future  needs  of  handica^Jped 
^individuals  tor  whom  a  vocational  goal  is  not  possible  or  feasible, 
including -the  assessment  of  disability  a^id  rehabiTttation  potential,  and 
for  the  training  of  specialized  personnel  needed  for  the  provision  of  > 
services  to  such  individuals  and  research  related' thereto.  i^, 

(b)  In  order  to  make  grants  to  carry  out  the  purposes  of  this  title, 
there  is  authorized  to  be  appropriated  $30,000,000  for  the  fiscal  year 
ending  JunI  30,  1973,  $50,005,000  for  the  fiscal  year  ending  June  30, 

^^"1974,  and  $80,000,000  for  the"  fiscal  year  ending  June  30,  1975, 


The  President  pocket  vetoed  this  bill.     His  Memorandum  of  Disapproval  stated; 
in  part:  . 

This  measure  would,  seriously  jeopardize  tttfe  goals  of  the  vocational 
rehabilitation  program  and  is  another  example  of  Congressional  fiscal 
irresponsibility.     Its  provisions  would  divert  thils  program  from  its 
basic  vocational  objectives  into  activities  that  have  no  vocational  ele- 
ment whatsoei^7er  or  are  essentially  medical  in  character.     In  addition,  . 
it  would  proliferate  a  host  of  narrow  categorical  programs  which  dupli- 
cate and  overlap  existing  authorities  and  programs.     Such  provisions 
serve  only  to  dilute  the  resources  of  the  yocational  rehabilitation  pro- 
gram and  Impair  its  continued  valuable  achievements  in  restoring  de- 
serving American  citizens  to  meaningful  employment. 

When  the  93d  Congress  convened,  some  changes  were  made  in  the  vetoed  bill, 

but  none  affected  the  independent  living  provisions  cited  above.     On  March  15, 

1973,  the  bill  was  sent  to  the  President  for  signature.     On  March  27,  1973, 

he  vetoed  the  bill,  citing  these  reasons,  among  others,  for  his  action. 

^        S.  7,  if  enacted,  would  result  in  an  increase  in  Federal  outlays 
oiE  some  $1  billion    above  my  budget  recommendations  for  fiscal  yedrs 
1973-1975..... 

I  would  emphasize  that^ even  if  S.  7  were  not  fatally  flawed  by  its 
large  expense,^ I  would  have  serious  reservations  about  signing  it,  for 
It  also  contains  a  number  of  substantive  defects.     Among  them: 

— It  would  divert  the  Vocational  Rehabilitation  program  from  its 
original  purposes  by  requiring  that  it^rovide  new  medical  serv- 
ices.    For  instance,  it  would  set  up  a  mew  program  for  end-stage 
kidney  disease--a  worthy  concern  in  its^f ,  but  one  that  [can] 
be  approached  more  effectively  within  the  Medicare  program,  Ss" 
existing  legislation  already  provides.    ^  -  ^ 
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Vocational  Rehabilitation  has  worked  well  for  over  half*  a  century 
by  focusing  on  a  single  objective:     training  people  for  meaningful 
jobs.    We  should  not  dilute  the  resources  of  that  program  or  distort 
its  objective  by  turning  it  toward  welfare  or  medical  goals. 

>  -       *.  . 

—Secondly,  S.  7  would  create  a  hodge«-podge  of  seven  new  categorical 
grant  programs,  many  of  which  would  overlap  and  duplicate  existing 
services.    Coordination  of  services  would  become  considerably  more 
^  difficult  and  would  place  the  Federal  Government  back  on  the  path 

,  to  wasteful.,  overlapping  program  .disasters* 

» 

Testimony  reptesentirijg  the  Administration  view  objected  to  a  new  formula 
program  which  would  duplicate  existing  authority  or  authority  being  proposed 
by  the  Administration..    The  spokesmen  also  indicated  there  was  some  doubt  as 
to'  whether  the  service  technology  was  advanced  enough  to  actually  provide  serv- 
ices to  those  severely  handicapped. 

It  seems  clear,  however,  that  the^  primary  reason  was  that,  given  the  per- 
ceived budget  constraint  at  the  time,  the  President's  advisers  did  not  want 
a  new  program  which  would  have  authorized  $30  million  the  first  year,  expanding 
to  $80  million  by  the  third  year.    Their  argument  was  that  the  couiitry  could 
not  affK>rd  such  a  program  %ei^her  now  or  as  it  was  sure  to  grow,  and  that  to 
have  a  program  on  the  books  but  unfunded  would  create  a  stigma  on  the  ASminis-  ^ 
tration  and  a  constant  pressure  to  secure  funding. .      *  . 

To  soften  this  concern  somewhat^  it  should  be  pointed  out  that  there  are 
many  who  argue  that  if  more  money  is  to  be  available,  it  should  be  for  vocational 
rehabilitatipn»  which,  relative  to  need,  is  quite  underfunded.  Such  a  point  of 
view  may  be  seen  with  some  sympathy  upon  considering  the  fact  that  the  Vocational 
Rehabilitation  program  claims  only  ^2  percent  of  |:he  Federal  funds  going  to 
the  disabled. 

Authorization  of  the  Study  , 

Following  the  failure  of  the  second  attempt  to  override,  the  Administration 
and  the  Congress  worked  out  a  compromise*    The  provisions  establishing  the  new 
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program  were  dropped.     In  exchange,  the  Administration  agreed  to  conduct  a  study 
of  the  issues  raised  in  the  testimony  about  the  nature  of  existing  authority  and 
the  ability  of  rehabilitation  to  actually  serve  the  most  severely  handicapped, 
Thfese  provisions  were  reflected  in  S^tion  130  of  the  Rehabilitation  Act  of 
1973,  93-112.^  ^  ^ 

Basic  Issues  , 

If  one  can  put  the  study  in  an  oversimplified  perspective,  a  number  of 
difficult  issues  and  real  concerns  were  behind  the  movement  for  an  independent 
living  program.     From  one  perspective  there  is  the  notion  that  the  nonvocational 
services  which  VR  provides  for  persons  with  labor  market  potential^ould  be 
provided  for  others  with  virtually  no  likelihood  of  vocational  success.  For 
example,  consider /two  persons,  both  double  amputees  from  an  auto /wreck.  One 
is  a  college  educated  person  in  his  late  twenties  with  a  rising  career  *patteri|, 
as  a  white  collar  professional.    The  second  is  a  55-year-old  semiskiJ^Led  laborer 
'  with  a  sixth  grade  education  and  a  history  of  intermittent  employment.  The 
VR  program  accepts  the  first,  fits  prostheses,  teaches  mobility,  perhaps  provides 
training  for  a  slightly  different  position,  and  considers  the  pe^itm  "rehabili- 
tated," when  placed  in  a  gainful  occupation.     In  the  second  instance,  the  maa's 
age,  eduction,  and  skills  and  the  nature  of  the  positions  for  which  he  can  be 
trained  are  so  limited  that  he  is  rejected  as  too  severely  disabled,  receiving 
no  services.    Many  proponents  of  independent  living  progratas  say  that  the  second 

person  should  at  least  be  fitted  with  prostheses  and  taught  mobility  to  become 
f 

self-caring,  whether  or  not  a  job  is  feasible.  The  local  medical  facilities, 
it  is  argued,  do  not  necessarily  provide  either  the  prosthetic ''deviceg^  or  the 
training,  and  both  of  these  are  proper  roles  for  VR;    The  benefits  to  the  indivl^d 
•  ual  and  the  family  are  obvious,  and  the  benefits  to  society  in  reducing  the  need 
for  homemaker  services  and  the  like  could       calculated.     From  such^a  perspective 
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It  seems  almost  inevitable  that  one  would  agree  that  VR  should  be  providing  such 
services.  ,  *  . 

The  real  concerns^  however,  for  a  day-by-day  program  far- outstrip  such 
simple,   though  possibly  true,  cTidracterizations.  Rational,  reasonable  guidelines 
ought  to  be  designed  so  that  citizens,  know  when  the  benefits  of  public . programs 
are  within  their  rights  and  program  administrators  know  when  services  may  be  denied 
as  outside  t:h^^  authorization.  The  range  of  disabling  conditions  presently  served 
in  the  State-Federal  program  touches  on  virtualJLy  every  possible  classification* 
The  analogue  to  the  provision  of  prosthesis  and  mobility  training  in  the  example 
above  is  virtua]^lJ^  missing»when  the  diagnosis  is  end-stage  renal  disease,  profound 
retardation,  schizophrenia,  cerebral  palsy^  etc.  That  is  to  say,  there  is  no 
doubt  that  the  resources  available  will  be  inadequate  to  serve  all  the  potential 
cfients  of  the  agency  for  all  the  potential  services  they  may  desire.  Thus 

rationing  must  occur.     This  rationing  may  be  accomplished  by  establishing  waiting 

/ 

lists,  by  limiting  who  may  be  eligible,  by  limiting  thfe  types  of  services  that 
can  be  provided,  or  by  all  of  these  measures. 

One  way  to  ration  is  to  require,  as  VR  does,  that  certain  conditions  be 
j^et  in  addition  to  the  presence  of  disability.     Rationing  in  VR  currently  depends 
on  the  extent  to  yhich  the  individual  with  an  impairment-  fits  into  a  range  of 
functional  limitation  between  not  very  severe  and  too  severe.     The  impairment 
must  be  an  impediment  to  work,  and  acceptance  to  the  program  is  based  on  some 
judgment  that  the  person  can  benefit  enough  from  services  to  end  up  in  some 
gainful  occupation,,  infcluding  that  of  homem^ker.     When  these  constraints  are 

r 

cited,   it  is  entirely  conceivable  that  tl:^  "equal  protection**  pr'ovision  of 
"^the  Constitution  ^ttid  justify  all  disabled  persons  in  making  demands  on  the 
program  for  services.     If  the  authority  to  provide  services  were  to  encompaset 
objectives  as,  vague  as  independent  living  or  to  eliminate  or  substantially 
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reduce  the  burden  of  care  on  family  and  community.  It  seems  certain  that  the 
primary  rationing  device  will  be  watting  lists.    Accountability  might  very 
well  be  lost« unless  clearly  specified  criteria  for  inclusion  and, priority  ^con- 
siderations are  detailed  for  an  independent  living  program. 

The  definition  of  severely  disabled  presented  in  the  law  itself  is  a  recita- 
tion of  disabling  condition  labels.     One  of  the  major  themes  encountered  in 
exploring  these  issues  ^  the  t*ension  between  a  program  which  bas  traditionally 
used  functional  limitation  criteria ^to  define  eligibles  on  an  "efficiency  basis," 
accepting  those  for  whom  successful  outcome  looked  probable,  and  the -increasing 
movement  toward  a  program  which  defines  entitlement  by  impairment  labels  based 
on  "equity"  considerations,  with  less  regard  for  successful  outcomes.  Although 
it  may  make, good  allow  the  program  to  provide  obviously  needed  assist- 

ance, for  example,  to  a  newly  blinded  person  to  learn  all  that  is  necessary 
to  function  on  a  day-by-day  basis  regardless  of  vocati^al  outcome,   the  shape 
x>t  such  a  program  for  all  the  disabled  is  less  obvious,  especially  given  limited 
resources. 

Most  major  questions  of  this  study,  in  effect,  boil  down  to  questions 
oj  boundaries.     When  does  one  accept  a  persoti  for  rehabilitation  services  when 
employment  is  not  the  relevant^outcome — whether  due  to  low  employment  potential 
of  the  individual  or  the  fact  that  the  individual  may  be  already  working  but 
in  need  other  assistance  suph  as  in  remodeling  a  home  or  in  recreation?  When, 
in  the  provision  of . nonvocationally  oriented  services,  can  a  public  program 
manager  say  that  sufficient  effort  and  expMditures  have  been  employed?  Many 
examples  can  be  cited  of  petsons  working  with  the  retarded  to  make  them  able 
to  function  well  enough  to  live  in  a  group  care  facility.     Expenditures  for 
some  of  these  services  could  have  rehabilitated  scorea  of  paraplegias.  Either 
expenditure  could  be  justified  on  humanitarian  grounds,  indeed  may  be  Juetitied 
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in  terms  of  the  reduced  burden  on^public  funds.     But  if,  as  a  society,  we  are^ 
not  prepared  to  pay  lor  both,  then  which?  »  We  can  try  to  do  a  little  for  each 
and  do  neither  really  well. '  We  can  share  the  collective  guilt  of  serving  one  • 
and  leaving  the  other  to  languish. 

Thus,  once  we  address  the  issues  be)fend  the  initial .humane  concern  for 
the  severely  handicapped  and  get  into  the  serious  issues  of  how  to  design  a 
pubisic  program  that  can  be  equitable  and  reason^bl^ consistent  with  regard 
to  it^  rules,  accountability,  and  efficiency,   the  questions  proliferate. 

The  study  strategy  essentially  addresses,  a  few  key  questions:  Who  are 
the  most  severely  handicapped  individuals?  How  appropriate  are  alternative 
operational  definitions?  How  many  severely  handicapped  are  there?  What  is 
their  situation?  Wh^t  are  their  needs?    How  are  their  needs  now  being  met;? 

We  have  also  addressed  the  more  subtle  issue  of  .efficiency  versus  ecjuity. 
In  ap  equity  situation,  all  persbne  in  similar  cilrctraistances  are  treated  alike, 
regardless  of  benefit  received.     A  disabled  person  is  served  because  of  the 
disability.     Under  efficiency  mandates,  only  those  with  the  greatest  payoff  ajre 
treated.     Those  who  would  benefit  least  are  served  last,  if  at  all. 

VR  traditionally  has  been  more  on  the  efficiency  side,  partly  because 
of  pressure  to  produce  an  ever  growing  number  of  rehabilitations'.     This  expecta- 
tion of  "numbers"  often  carried  sufficient  incentive  for  counselors  as  well 
as  such  political  impetus  in  the  appropriations  arena  that  some  persons  who 
were  not  severely  disabled  received  services.     The  concern  for  sizable  numbers 
of  successful  rehabilitations  is  present  at  the  State  as  well  as  the  Federal 
level. 

When  the  Rehabilitation  Act  of  1973  was  passed,   the  rules  changed  and 
the  signals  became  mixed.     It  was  not  always  clear  whether  efficiency  was  to 
be  abandoned  for  equity,  based  on  diagnosis  aloiae,  or  if  some  mixed  system 
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was  required.  There  were  fears  that  both  efficiency  and  equity  were  escpected;.^^ 
given  that  there  were  no  additional  funds,  this  expectation  could  not  be  reason- 

ably  met.  ^ 

We  investigated  the  qufestiot^f  vocational  outcomes  for  the  severely 

handicapped.    One  can  understand  the  humanitarian  concern  in  wanting  to  put 

»  - 

services  where  the  most  need  might  be.     But  often  this  denies  efficiency — 
the  failure  rate  may  increase,  and  funds  spent  on  highly  costly  or  intractable 
cases  ar^  unavailable  for  services  to  others.  ^ 

Then  too,  tlie  scope  of  inquiry  explodes.     To  determine  what  might  enhance 
vocational  or  independent  living  rehabilitation  possibilities  for  the  severely 
I     handicapped  often  extends  well  beyond  the  traditional  counselor-to-client  approach 
of  VR*     It  may  well  be  that  non-VR  programs,  such  as '^reforming  income  maintenance, 
tax  relief  for  expenses  of  transportation,  programs  to  remove  architectural  bar- 
riers, and  programs  to  remove  persons  from  institutions,  may  have  greater  impact 
on  expanding  the  opportunities  for  the  severely  handicapped  than  any  changes 
in  VR's  mandate.  These  issu^  are  addressed  through  data  file  analysis,  client 
surveys,  a  review  of  existing  literature,  and  constituency  impact  assessments. 

.  At  least  six  national  surveys  have  inforA^on  relating  to  disability. 
Among  the  most  significant  are  the  1966  SojPl  Security  Survey  of  Disabled 
Adults,  the  1966  Survey  of  Economic  Opportunity,  the  1970  Census,  the  1972 
Survey  ol  the  Disabled  mounted  by  Dr.  SaacJ^Nagi  of  Ohio  State  University,  and 
the  Health  Interview  Surveys  made  annually  by  the  National  Center  for  Health 
Statistics.  -These  surveys  vary  in  terms  of  the  number  of  households,  definition 
of  disability,  and  year^  mounted.     In  order  to  get  estimates^of  the  incidence 
and  prevalence  of  severe  disability,  these  differentials  should  be  reconciled. 
In  our  work,  we  have  tried  to  make  the  best  estimates  which  would  include  all 

o 

age  groups,  and  the  institutionalized  as  well  as  noninstitutionaliz^n  disabled. 
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The  established  surveys  do  not^provide  much  detail  about  the  situation 
of  the  disabled  individual.     To  remedy  this  lack  of  information,  a  survey  was 
developed  by  The  Urban  Institute,     The  target  was  to  be  a  group  defined  as  ^ — - 
those  too  severely  handicapped  for  Vocational  Rehabilitatioir  services—persons 
who  were  >not  accepted  or  were  closed  as  not  rehabilitated  for  reasons  of  severity 
of  handicap.     With  the  support  of  the  Council  of  State  Administrators  of  VR  and 
the  yeoman  work  .of  the  VR  directors  and  staff  in  Colorado,^^^  Connecticut,  Georgia, 
Idaho,   Indiana,  Maryland,  Minnesota,  New  York,  Ohio,  and  Oklahoma,  who  contacted 
a  group  of  these  clients  to  get  consents  for  ^ the  interviews,  extensive  data 
on  about  900  such  persons  were  received. 

In  addition  to  those  severely  handicapped  persons  who  are  rejected  by 
VR,  there  are  the  severely  handicapped  persons  who  may  never  get  to  a  State 
agency  and  who  represent  ai^  Important^  group  to  survey.     Such  persons  may  be 
found  in  the  Comprehensive  Medical  Rehabilitation  Centers  (CMRCs).     Data  were 
received  on  300  such  persons  who  had  been  inpatients  at  10  CMRCs^  including  New 
York  University  Medical  Center  (New  York),  Rancho  Los  Amigos  Hospital  (Downey, 
Calif.),  Rehabilitation  Institute  (Chicago),  Rehabilitation  Institute  (Detroit), 
Tufts-New  j^ngland  Medical  Center  (Boston),  Spain  Rehabilitation  Center  (Birmingham) 
Texas  Medical  CenteV:  (Houston),  University  of  Minnesota  Hospital  (Minneapolis), 
University  of  Washington  Hospital  (Seattle),  and  Woodrow  Wilson  Rehabilitation 
Center  (Pischersville,  Va.).     This  survey  supplements  the  informatioa  obtained 
from  the  VR  survey  in  that  an  extensive  assessment  of  the  person's  physical 
conditio^  and  functional  lliaitations  was  performed  over  time — iipon  admission 
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anc^ischarge  from  the  CMRC,  and  during  the  interview,  roughly  two  years  after 
admission.     In  addition,  the  length  and  cost  of  stay  and  services  received 
at  the  CMRC  are  detailed,  whlci^  proviiies  more  objective  data  than  is  otherwise 
available  on  the  costs  of  rehabilitation. 
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The  review  of  the  literature,  of  course,  is  a  vital  element  of  any  study 
such  as  this.     The  Medical  College  of  Pennsylvania  (MCP),  with  its  excellent 
staff  and  computer  c^f^bility,  was  asked  to  assist  in  screening  the  mass  of 
published  work.    MCP  developed  computer-screened  printouts  of  relevant  published 
reports.     These  in  turn  were  sent  to  the  Center  for  Independent  Living  in  Berkeley, 
California,  wlj^ich  did  the  actual  literature  reviews.     Subjects  range  from  architect- 
ural barriers  to  the  psychological  ^f fects  of  disability.  Much  of  what  has  been 
written  about  the  needs  of  the  seveijely  handicapped  was  reviewed. 

It' seemed  wise  to  enlist  the  ai^  of  the  vario^us  voluntary  organizations 
who  work  for  program  development  and  expansioT^  and  promote  public  education  on 
the  problems  o.f  specific  disability  groups.  With  the  assistance  of  the  National 
Rehab  ^.11  tat  ion  Association,  two  sessions  were  held  with  representatives  of 
these  voluntary  agencies.   /At  the  first  session,  the  study  was  explained  and 
agency  input  in  the  form  of  data  and  position  papers  was  solicited.    The  second 
co<|jWgfence  addressed  specific  issues  of  how  to  identify  the  hidden  disabled, 
how  to  define  severity,  what  services  might  be  provided,  and  how  these  needs 
are  currently  being  met.  ^ 

*  In  addition  to  developing  information  on  ^ervicp^ttdjeaa  ^of  the  severely 

■     ^  -S^n"- 
handicapped,  it  is  necessary  to  provide  inf  ormati<m^'f8|^^wj  these  needs  can 

be  met.     What  programs  now  serve  the  severely  handicapped?    What  technology 
exists  to  help  them?    What  do  service  providers  in  VR, v workshops,  facilities, 
and  the  like  see  as  the  main  incentives,  disincentives,  possibilities,  and 
^limits  of  service  to  this  gifoup?    Who  might  run  an  Independent  living  rehabili- 
tation program?    What  alternative  organizational  arrangements,  financial  incen- 
tives  and  manpower  requirements  are  available  for  coti^gideration? 

The  experience  of  service  providers  who  had  worked  in  the  rehabilitation 
field  was  felt  to  be  extremely  valuable  in  considering  policy  options  for  the 
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severely  disabled.     A  mail-out , survey  was  sent  to  1,000  VR  agency  personnel 

({)rimarily  counselors),  800  facilities  and  workshops,  and  50D  various'*  prof es- 

sional  organizations  and  individuals.     The  survey  instrument  raised  questions 

about  cu^rrent  practices  in  providing  services  to  the  severely  .handicapped  and 

sought  opinions  on  changes.     We  received  1,300  responses. 

A  review  of  programs  was  conci|^cted,  with  emphasis  on  HEW  programs  which 

currently  provide  benefits  to  the  severely  disabled.     Special  papers  by  consul- 

tants^were  prepared  on  issues  affecting  certain  groups  (e.g.,  the  retarded, 

the  mentally  ill,   the  blind,  and  the  deaf)  and  special  concerns  such  as  the 

technology  of  rehabilitation.  ^ 

As  a  result  of  these  analyses  of  needs  and  service  provision,  a  number 

of  policy  alternatives  to  improve  and  expand  services  were  designed.  Finally, 

the  study  recommends  areas  for  further  knowledge-gathering  activities  under 

research  and  demonstrations. 

^  Outline  of  Report 


The  study  report  proceeds  as  follows.     In  Section  II  we  describe  the 
results  of  our  *^nalysis  of  existing  data  files  in  presenting  estimates  of  the 
population  at  risk.     Because  the  area  of  investigation  is  filled  with  semantic 
ambiguity,  we  offer  an  extended  discussion  of  the  definitional  problems. 
.    Having  presented  our  197^  estimates  of  the  population,  we  proceed  to  examine 
the  characteristics  of  this  population  with  respect  to  severity  factors,  income, 

s 

Vpusing,  etc.     We  conclude  the  section  with  an  analysis  of  the  relationship 
betwe      VR  and  the  population  of  severely  disabled. 

In  Section  III  we  display  the  results  of  twp  of  our  surveys  of  the  .severely 
handicapped  population.     The  first  is  a  survey  of  individuala^ who  have  been 
to  a  VR  agency  and  were  either  not  accepted  at  intake  or  were  closed  as  not 
rehabilitated,  in  each  Jnstatice  the  reason  given  being  the  severity  of  the 

-    ^  .        ^  " 
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Impairment  which  rendered  the  individuals  infeasible  for  vocationaX  relja^Lita- 
tion.    We  also  present  our  analysis  of  a  random  s.ample  of  severely  handicapped 


patients  served  in  comprehensive  medical  rehabilitation  ce»ters»^^^^^^.j^# 

Section  IV  presents  a  series  of  selected  problem  areas  and^^HVi*  f ir^dings  » 

from  the  lit^ature  and  from  our  surveys  as  they  relate  to  these  areas|  The 

areas  of  concern  vine lude  depend,ency,  architectural  and  t'^^sportation  barriers, 

employment,  and  social  interaction  of  the  severely  handicapped.  •  ^ 

'  Section  V  exaxdines  some  specific  groups  of  the  population  which  present  « 

unusual  issues  in  program  design  and  services.     In  some  case8  the  issue  is 

the  presence  of  service  systems  whichWust  be  d^f erentiated  from  any  program 

of  independent  living  rehabilitation  that  may  be  developed  by  Vocational 

Rehabilitation  in  order  to  avoid  duplication  and  competition.     Other  issues 

♦ 

show  the  nature  of  the  existing  special  services  which  may  be  models  for 
other  groups • 

/       Section  VI  describes  the  VR  process  and  reports  on  our  survey  of  rehabill- 
tation  service  providers^  both  within  and  outside  the  State-Federal  program. 
We  point  out  some  of  the  technology  and  benef it--cost  issues. 

Section  VII  reviews  other  HEW  ptograms  and  non-HEW  programs  which' may 
impinge  upon  the  severely  disabled  and  have  Implications  for  coordination  and 
accomplishment  of  rehabilitation. 

The  options  are  presented  in  Section  VIlI.  -While  many  of  these  options 
are  simply  descriptions  of  logical  alternatives,  there  is,  in  the  absence  of 
prescribed  budget  and  political  constraints,  no  compelling  analytic  reason 
that  one  or  another  should  be  preferred.  That  is,  if  the  resources  are  to 
be  relatively  small,  there  are  a  great  number  of  program  design  alt.ernatives 
which  can  do  a  reasonably  good  Job  of  serving  the  severely  disabled.  In  the 
financial  options  chapter,  we  present  a  variety  of  Appro^^es  to  the  support 
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of  an  independent  living  rehabilitation  program.    Among  other  things,  more 
consideration  of  client  cost  sharing  than  is  the  case  in  VE  is  suggested,  since 
many  of  the  ILR  s^irvices  may  offer  the  provision  of  maintenance.     In  th^s  secti^ 
we  also  present  some  options  for  defining  severely  handicapped  persons  for 
eligibility  purposes  which  attempt  to  identify  objective  traits  as  much  as  ' 
.  possible,  leaving  the  loqal  discretion  somewhat  reduced  and  attempting  to  assure 
cross-State  equity  in  treatment*  If  in  VR  different  Individuals  are  treated* 
differently  because  of  local  labor  market  conditions,  such  variations  are  less 

( 

\  supportable  in  an  independent  living  p;:ogram«  % 
^  In  Section  IX  we  concludj^  with  observations  about  the  demonstration 

program  which  has  been  mounted  in  conjunction  with  this  study  and  on  the 

R&D  areas  for  further  research. 
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.     Chapter  2 
DEFINITIONS 

The  language  used  in  the  field  and  in  the  political  arena  to  describe  the 
target  pogulation  of  this  study  is  full  of  ambiguitiei^.  In  the  early  stages  of 
the  study  everyone  asked  us  whom  we  would  define  as  "most  severely  handicapped;" 
This  in  itself  suggests  lack  of  ready  consensus  on  the  use  ^f  the  term.  Had 
we  chosen  to  try  to  answer  the  question  before  proceeding  on  the  work,  we  would 
still,  be  embp'oiled  in  semantic  debate. 

There  seemed  to  be  enough  general  sense  -of  whom  we  were  talking  about  ^ 
tb  at  least  get  started.    We  felt,  for  example,  that  clients  whom  the  State 
VR  agencies  rejected  for  services  as  being  "infeasibjie  due  to  severity"  would 
constitute  a  population  to  be  examined.    We  were  reasonably  sure  that  some 

of  those  persons  would  not  be  as  disabled  as  others  who  were  kept  in  the  program. 

I 

Ve  expected  some^  error  to  occur  in  such  Judgments,  but  we  also  expected  a  great 
many  of  those  Judgments  to  be  quite  correct,  given  the  vocational  orientation  ♦ 
of  the  program.    This  generally  is  what  we  found  from  our  survey.  • 

We  also  believed  that  persons  being  served  in  the  Comprehensive  l^dical 
Rehabilitation  Centers  would  constitute  another  population  to  be  examined. 
Because  of  the  time  frame,  in  which  we  had  to  work  on  several  approaches  simul- 
taneously  rather  than  sequentially  (as  would  fiave  been  desirable),  we  also 
looked  at  existing  data  files  on  tl^  disabled.    -Since  these  were  to  be  key 
data  sources  and  we  knew  their  definitions  varied,  an  a  priori  definition  would 
have  curtailed  use  of  several  very  important  files. 

.We  looked  at  the  definitions  used  by  public  progr^s  for  the  disabled, 
such  as  Social  Security  Act  Title  II,  Disability  Insurance,  and  Title  XVI, 
Supplemental  Security  Income,  both  of  which  require  essentially  complete  labor 
force  withdrawal  because  of  severe  Impairment.    We  ^so  looked  into  the  available 
literature  and  research  on  the  question.    What  we  found  was  a  melange  of  uses 
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of  the  terms  "impalment, ""disability,"  and  "handicap,"  and  a  melange  of  programs 
and  purposes*    It  Beesnp^J^at  the  terms  disability  and  handicap  can  mean  what 
one  wants  them  to  mean* 

The  extreme  or  polar  cases  pose  few  dif f iciLtties^    Most  of  uo  at  one  time* 
or  another  suffer  disease'  or  an  injury  which  leaves  us  with  no  after  effects* 
Once  the  virus  is  conquered  , or  the  wound  heals,  we  are  back  at  our  usual  activ- 
ities:   work,  keeping  house,  attending  school,  or  social  activities*    At  the 
other  extreme,  the  blind  quadriplegic  with  ^eaaur able  brain  domage  may  truly 
belong  to  the  severely  disabled  category,  with  no  questions  raided* 

Such  polar  extremes  are  comparatively  rare,  compared  to  the  large  number  [ 
of  people  who  receive  cash  benefits  or  services  based  on  their  inability  to 
work,  as  documented  by  medical  and  vocational  evidence*    To  decide  whether 
.such  people  are  "most  severely  handicapped"  or  not  becomes  in  large  measure 
a  matter  of  Judgment*    And  in  many  cases  it  is  a  Judgment  on  which  reasonable 
people  may  disagree*  ' 

Such  a  conclusion  may  be  the  despair  of  the  statistician  and  the  program  ^ 
planner*    The  imprecise  nature  of  the  concept  causes  difficuj-ty  for  legis- 
lative draftsmen  and  those  charged  with  writing  rules  and  regulations,  but 

such  Imprecision  avoids  significant  problems  of  labeling  and  recognizes  the  ^ 

» 

dynamic  changes  v/hlch  can  occur*  ^ 

Despite  the  prevailing  image  of  the  disabled  person  as  an  amputee,  blind, 
or  paraplegic,  others  ouch  as  individuals  wj^th  extreme  heart  conditions  or 
psychoticG  may  be  much  mc^e  restricted  in  their  activities  and  in  their  ability 
to"  take  care  *of  themselves*    There  are  many  physical  and  mental  limitations, 
and  they  affect  some  people  more  ^verely  than  others*    Then  too,  people  differ 
in  their  capacities  to  cope  with  the  Impairment,  and  therefore  even  between 

people  with  identical  health  conditions,  *"h«  qeve^ity  of  the  handicap  may  vary. 

\ 

% 

Q 
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To  make  matters  more  confusing,  the  term  handicap  is  used  in  conjutict ion  with 

specific  programs,  and  each  progr^  tend§. to  have  its  bwn  definition. 

Disability,  as  described  by  Haber,  may 'be  identified  with  the  onset  of 

some  disease  process  or  trauma. This  is  comparable  to  Nagi'si  concept  of  active 

pathology  as' the  reaction  of  the  body's  defense  and  coping  mechanisms  to  infec- 

2 

tion,  metabolic  imbalances,     traumatic  injury,  or  other  etiology.      The  latter 

concept  involves  onset  of  the  event  and  efforts  of  the  organism  to  reach  a 

C 

"normal"  state.    During  the  active  aapect,  which  may  be  defined  as  the  period 
from  onset  to  stabilization  or  remediation,  the  process  is  usually  considered 
acute  and  unarrested.     In  most  common  parlance,  the  person  at  this  stage  is 
ill  or  injured  but  not  yet  considered  disabled.  Acute  care  services  and  health 
insurance  programs  are  designed  to  cover  this  stage. 

Chronic  disease  or  chronic  illness  is  a  concept  which  overlaps  with  disabil- 
ity but  is  not  necessarily  synonymous  wit)i  it.  j  Some  chronic  illnesses,  such 
as  bronchitis  or  asthma,  are  periodic  in  nature,  but  unless  they  axe  in  a  quite 
severe  episode  they  tend  not  to  place  limitations  on  activity.    Thus  there 
are  persons  with  chronic  conditions  who  ^are  not  generally  considered  'disabled. 

On  the  other  hand,  it  is  clear  that  the  results  of  the  active  pathology 
and  results  of  other  chronic  conditions  such  as  heart  disease  can  cause  deter- 
ioration over  time,  or  there  may  be  residual  losses  of  function  or  abnormalities 
of  appearance, 'structure,  or  function  of  the  organism.     Such  abnormalities  are 
most  often  described  as  impairments. 

1.  O^e  of  the  better  summarizing  discussions  of  the  concept  of  disability 
is  in  Lawrence  D.  Haber,  Identifying  the  Disabled:  Concepts  and  Methods  in  the 
Measurement  of  Disability,  Report  No.  1,  Social  Security  Survey  of  the  Disab^led: 
1966  (DHEW,  1967).  ,  While  the  survey  done  by  Social  Security  is  much  more  narrow 
in  focus  than  the^^ature  of  the  discussion,  some  of  the  important  conceptual 

•A     problems  are  clearly  described. 

2.  ""Saad  Z.  Nagi,  "Disability  and  the  Severely  Disabled:  Concepts  and 
Prevalence,"  prepared  for  The  Urban  Institute's  Comprehensive  Needs  Study  of 
the  Severely  Handicapped. 

* 
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^        Impairments  Disability »  and  Handicap 

Haber  described  the  activity  losses  and  restrictions  as  functional  llmlta- 
•   tlons.    Impairments  may  or  may  not  lead  to  important  functional  limitations. 
Consider,  for  example,  the  case  of  a  Vietnam  veteran  who  loses  his  le^  in  combat 
and  completes  law  School  under  the  GI  Bill  and  now  practices  tax  law,  earning 
$30,000  per  year.    Had  that  veteran  been  a  truck  driver  prior  to  his  impairment, 
his  entire  earnings  and  work  strategy  might  have  been  different. 

When  the  Impairment  leads  to  functional  limitations  in  the  ability  to 
care  for  oneself  or  to  perform  the  key  expected  social  roles — especially  with 
respect  to  work — and  when  the  6ondition  has  some  durational  implication,  the 
impairment  may  then  be  described  as  a  disability.  y,..,,.^  \  • 

Thus,  society  and  the  Individual  react  to  the  disability  and  define  the 
V      conditions  where  it 'becomes  a  handicap.    A  h^dicap  is  an  event  or  envitonmental 
condition  which  interacts  with  a  disabled  person,  causing  a  barrier  to,  goal 
accomplishment  that  a  nondisabled  person  may  not  face,  and  which  would  not  im- 
pede  the  disabled  person  if  the  world  could  change.     (Individuals  with  the  most 

'  '  or 

severe  disabilities  are  almost  always  faced  with  the  most  severe  handicaps.) 

For  most  non4isabled  persons,  a  sidewalk  curb  is  not  an  impe^dim^nt  to 
crossing  a  street.    For  many  of  the  disabled,  however,  it  is  like  a  wall  to 
be  hurdled.    Of  course,  curbs  are  also  impediments  to  people  using  crutches 
after  spraining  an  ankle,  to  women  carrying  packages  and  babies  at  the  same 
time,  and  to  the  old  who  are  more  infirm  than  impaired.    A  paraplegic  may  have 
a  handicap  when  curbs  are  high  and  none  when  curb  tuts  permit  ease  of  access. 
Alsb,  for  most  of  us  the  placement  of  a  public  telephone  in  a  booth  is  no  problem; 
a  person  in  a  wheelchair  finds  the  booth  too  narrow  for  access  and  the  telephone 
too  high  to  reach. 

.  >   ■  ■  ■. 
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When  initially  discussing  the  study  outline  with  the  staff  of  the  Center 
for  Independent  Living  (CIL),  most  of  whom  are  persons  with  paraplegia,  quadri- 
plegia,  cerebral. palsy,  or  blindness,  the  question  was  raised  as  to  who  among 
them  might  be  severely  handicapped.    Not  one  person  at  CIL  felt  that  he  or 
she  was  handicapped.     It  was  the  impediments  placed  in  their  way  by  a  world 
insensitive  to  their  needs  which  consistently  put  stumbling  blocks  in  their 
ability  to  be  self-earing  and  self-supporting*.  ^  " 

To  some  extent," the  problem  of  clarifying  terms  depends  upon  which  of 
several  one  wishes' to  use  as  a  base.     For  example,  one  can  call  the  residual 
limitation  left  by  disease  or  injury  an  impairment.    When  the  interaction  of 
the  individual  and  the  environment  is  such  that  life  functions  cannot  be  per- 
formed, then  the  Impairment  can  be  called  a  disability.    On  the  other  hand, 
one  can  call  the  person  with  the  residual  limitation  disabled,  in  which  case 

one  calls  his  interaction  and  limitation  with  respect  tojthe  environment  a 

\ 

handicap.  It  really  does  not  matter  as  loijig  as  one  is  consistent.^ 

'      Our  preference  is  to  call  the  residual  limitation  resulting  from  congenital 
defect,  disease,  or  injuty  an  impairment r    A  person  with  an  Impairment,  then,- 
may  or  may  not  have  a  disability,  an  inability  to  perform  some  key  life  functions. 
When  the  inability  is  such  that  the  environment  imposes  impediments  to  the  indi- 
vidual's goals  for  travel  or  work,  for  example,  the  individual  has  a  handicap. 

Having  thus  defined  these  terms,  let  us  go  on  to  say  that  for  purposes 
of  data  analysis  they  are  fairly  inadequate.    Most  data  collected  from  surveys 
on  disability  do  not  address  these  points  at  all.    The  definition  or  disaBllity 
used  in  the  surveys  is  usually  related  to  the  question  of  whether  one  has  a  con- 
dition limiting  the  kind  or  amount  of  work  one  can  do.  • 

Take,  for  example,  the  Vietnam  veteran  described  earlier.     Should  he  be 
l^nsidered  as  fitting  some  definition  of  disability?     The  Veterans  Administration, 

5  43 
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of  course,  counts  him  so  and  probably  sends  him  a^onthly  benefit  to  compensate 
for  his  loss  of  a  leg.  Yet,  in  the  1970  Census  he  may  have  responded  negatively^ 
to  the  question  of  whether  he  has  a  condition  which  limits  his  abilility  to  work. 

Nor  are  persons  over  age  65  counted  among  the  disabled  in  either  the  Census 
survey  or  the  Social  Security  Survey  of  the  Disabled.    Old  age,  it  appears, 
supplants  disability. 

^  There  are  additional  examples  of  how  the  same  terms  can  be  used  differently. 
When  the  VA  measures  "function"  in  a  service-connected  disability,  it  seems  to 
mean  organ  or  limb  function.    When  the  Social  Security  ydmiAistration  discusses 
function,  it  seems  to  mean  inability  to  perform  some  social  function  such  as  " 
work.    These  varied  definitions,  then,  make  it  difficult  to  estimate  the  number 
of  people  involved.  ' 

We  wish  to  point  o^.  here  that  the  existence  of  a  physical  or  mental  abnor- 
mality may  only  be  a  neceraary,  not  a  sufficient,  condition  for  defining  the 
disabled.  ^  The  bulk  of  persoifis  with  some  physical  or  mental  abnormality — say, 
astigmatism  or  slight  mental  retardation — ha^^e  virtually  no  limitation  on  their  ^ 
ability  to  perform  in  society.     If  they  need  ^income,  it  is  because  they  are 
poor  as  others  are  poor,  not  because  they  have  a  disabling  condition.     If  ""they 
need  labor  market  brokering  ox  skill  training,  it  is  because  they  are  like 
others  with  similar  age,  sex,  education,  and  the  like.    One  need  be  concerned 
about  them  primarily  to  determine  whether  the  general  programs  are  treating 
them  differently  than  they  should  be  treated  because  of  their  conditions,  and 
to  recommend  corrections  to  the  general  program. 
Diagnostic  Labels  as  Proxies  , 

Diagnostic  labels  are  also  used  sometimes  as  proxies  for  disability  or., 
handicap.     Thus,  one  often  hears  that  if  a  person  has  some  condition — blindness, 
retardation,  paraplegia — then  one  harf  a  "disability"  or  "handicap."    Yet  our 
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experience  Is  that  the  individuals  involved  may  object  to  such  labeling  and 
steipeo typing.    Within  any  given  diagnostic  label  are  an  liuplied  range  of  severity 
factors* 

Table  2-1  presents  severity  data  on  881  individuals  rejected  by  Vocational 

y  ^  3 

Rfehabllitation  because  Of  severity  in  one  or  more  of  19  disability  categories. 
The  severity  scale  is  derived  frqm  the  Barthel  Index,  which  includes  15  items 
related  to  an  individual's  ability  to  care  for  himself  and  move  around  without 
4 

assistance. 

As  can  be  seen  from  Table  2-1',  Individuals  closed  by  VR  for  severity  fall 
in  the  "totally  dependent"  category  in  only  6  of  the       disability  groups. 
The  most  severe  disability,  type  by  far  was  "3  or  more  limbs  impaired."  The 
only  other  diagnostic  cattegories  with  sizable  proportions  in  the  totally  and 
severely  dependent  ranges  were  "^putations,"  "impairment  of  one  or  both  lower 
limbs,"  and  "impairment  of  one  upper  and  one  lower^  limb  (side).". 

I 

The  disability  types  with  the  least  impairment  ±tK^lf-c^re  and  mobility 
were  conimunication  impairments  (visual,  hearing,  and  speechH  mental  Impair- 
ments, allergies,  and  epiilepsy;  between  71  and  89  percent  of  those  disabled 
persons  were  considered  independent. 

These  survey  results  have  been  supported  by  statements  from  various  dis- 
ability groups.  For  example,  at  our  workshop  for  the  voluntary  agencies,  the 
blind  representative  pointed  out  that  not  all  bliAd  persons  are  severely  dis- 
abled, although  fcew  would  deny  the  tact  that  total  blindness  is  a  very  severe 
impairment . 

The  use  of  the  diagnoWic  label  as  a  proxy  for  disability  or  "severe  handi- 
cap" has  the  administrative  and  political  advantage  of  simplicity,  especially 

3^     See  Section  111,  Chapter  7,  for  a  full  description  of  the  survey  of 
individuals  rejected  by  VR  because  of  severity. 

4.    The  Batthel  Index  used  in  this  stuay  was  adapted  by  Dr.  Carl  Granger. 


Table  2-1 
Disability  Type  by  Severity 


R-300 
Disability 
Type  II  \ 


Visual 
Hearing 
.  3+  limbs 
Side 

Upper  llinb(s) 
Lower  llmb(s) 
T?:unk,  back, 

spine 
Amputations 
Mental 
Neoplasms 
Allergies 
Blood  diseases 
Epilepsy 
Cardiac 
Respiratory 
Digestive 
Genitourinary 
Speech 
Other 


N  % 


17  19 


nTOTAL      B.ARTREL  SCORES 


Totally 
Dependent 
(0-20) 


Severely 
Dependent 


(21-61) 

(62 

N  X 

N 

1  5 

2 

1 

22  25 

2A 

6  15 

13 

1  3 

7 

15  lA 

3A 

9  5 

67  ' 

3  12 

8 

6 
2 


A 
7 


Moderately 
Dependent 


2 
A 
7 
1 
7 
A8 
7 
10 
A 
1 
17 


1 
10 

11 

27 

33 

23 

32 

37 
33 
17 
50 
17 
17 
16 
30 
2A 
AS 
29 
20 
AO 


Slightly 
Dependent 


(91- 

-99) 

N 

% 

1 

10 

10 

23 

20 

19 

31 

17 

3 

12 

A 

10 

1 

17 

A 

9 

17 

6 

2 

10 

2 

lA 

21 


Independent 
(100) 


N 
15 
8 
16 
16 

J3A 

71 
8 

10 
A 

29 
A 

31 

90 

lA 
9 
8 
A 

13 


Z 

75 
89 
18 
Al 
50 
32 

39 
33 
83 


71 
67 
72 
56 
A8 
A3 
57 
80 
31 


Tota 


N 

20 
9 

89 
■39 

30 
106 

182 
\24 
12 
8 
Al 
6 
A3 
161 
29 
21 
lA 
5 
A2 


1 
1 
1 
1 
1 
1 

1 
1 
1 
1 
\ 
1 
] 
1 
] 
1 
] 
] 
1 


Total 


28 


68 


;^6A 


30 


122 


14 


399 


A5     X  881 


1.  These  diagnostic  categories  are  taken  from  the  1969  R-300  definitions, 
which  were  in  effect  during  the  time  these  individuals  were  closed  from  VR. 
R-300  disability  categories  were  altered  somewhat  in  1973,  but  Implementation  of 
these  changes  occurred  after  oyr  study  period,  ' 
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for  program  advocates.    It  is  an  easy  way  to  talk  about  the  problem.    However,  ^ 
the  other  side  of  the  coin  Is  the  stereotyping  of  all  persons  under  the  label  as 
"severely  disabled.-"    This  typing  tends  to  give  the  Impression  that  the  Individu- 
als have  less  ability  to  function  than  they  do  in  fact  have. 

^^anirCy^wlth  respect  to  this  issue,  however,  can  be  disadvantageous  to 
^various  jillsabllity  groups,' given  the  eligibility  criteria  associated  with  current 
public  program/3  serving  the  impaired.    As  long  as  the  primary  benefit  programs 
for.  the  disabled  have  to  do  with  ittcome  maintenance  and  their  primary  focus 
is  on  total  disability,  4;he  disabled  will  not  be  well  served  by  pointing  out 
that  they  have  the  potential  for  self-care  or  vocational  objectives,  as  may 
be  true  from  a  rehabilitation  perspective.    Indeed,  as  we  will  discuss  ,in 
Section  VII,  the  disincentives  built  into  many  of  those  programs  work  profoundly 
against  maximum  development  of  the  abllJ^tles  of  the  person  with  an  Impairment. 

So  it  is  with  many       the  diagnogtic  labels  used  as  proxies.    There  is 
no  necessary  continuity  between  the  label  and  the  nature  of  the  problem  which 
would  permit  one  to  analytically  and  unequivocally  describe  one  person  with 
a  given  extent  of  lmpaJLnften£/as  severely  disabled  or  noty^  A  50-year-old  man 
with  a  third  grade  education  who  has  spent  his  life  as  an  unskilled  laborer  may 
'be  far  more  disabled  by  an  amputation  than  a  recently  blinded,  young,  college- 
•  educat;ed  telephone  salesman.    The  laborer  Is  not  more  severely  Impaired,  only 
more  severely  disabled  by  the  Impairment,  and  he  is  not  more  handicapped  either, 
except  in  the  labor  market. -a  -  ' 

l-hus  some  of  the  indicators  of  vocational  abilities  and  inabilities  are 
intrinsic  to  the  individual,  such  as:     (1)  physical  and  mental  capacities  and 
limitations,  (2)  vocational  skills,  and  (3)  motivation  and  feelings  towar^^ 
work.    Other  Indicators  are  of  a,  situational  nature,  such  as:     (A)  the  physical 
and  mental  requirements  of  one's  work,  -C^^  vocational  skills  required  by  the 
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vork,  and  (6)  the  environmental  factors  which  make  employment  accessible  or 
inaccessible—that  is,  influence  the  availability  of  work.    T(/ account  for 
the  various  types  and  degrees  of  vocational  Inability,  indicators  for  these 
various  dimensions  must  be  included. 
Problems  with  Operational  Dc^finitions 

Several  pi;oblems  characterize  operational  definitions  and  measures  of 
disability  in  studies  and  programs.    The  most  common  difficulty  stems  from 
the  confusion  between  disability  and  impairment.    This  is  most  characteristic 
of  Workers'  Compensation    and  Veterans  Administration  progrms  which  combine 
aspects  of  indemnification  of  impairmjents  with  compensation  for  income  loss 
due  to  disability.    Benefits  are  often  based  on  schedules' specifying  rates 
of  compensatiofi  for  anatomical  losses,  such  as  a  finger,  a  hand,  ^n  arm,  or 
an  eye.    These  schedules  are  concerned  almost  exclusi^rely  with  Igipairments, 
regardless  of  their  effects  upon  earnings.    The  point  here  is  not  to  argue 
whether  impairments  In  themselves  should^  be  compensated  for,  but  rather  to 
illustrate  the  underlying  conceptual  confusion  that  led  the  American  Medical 
Association's  Committee  on  Medical  Rating  of  Physical  Impairment  to  conclude 
that  "impairment"  is,  in  fact,  the  sole  or  real  cfiterion  of  permanent  disability 
far  more  often  than  is  readily  acknowledged.    This  problem  is  becoming  also  ^ 
characteristic  of  definitions  of  severe . disability  for  the  purposes  of  rehabil- 
itation services  where  severity  is  equated  with  the  presence  of  certain  pathology 
and  impairments — i.e.;  entitlement  by  impairment.  ^ 

A  second  problem  leads  also  to  heavy  reliance  on  impairments  as  indicators 
and  criteria  of  disability.    In  %>^te  c£f  accepting  a  multiple  causal  model 
for  disability,  some  agencies  tend  to  operationalize  their  definition^  around 

Formerly  the  Fed^al  bureau  concerned  with  this  program  was  the  Office 
of  Workmen's  Compensation.    "Workmen's  Compensation"  is  still  the  title  in 


many  states.^ 
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the  more  readily  identifiable  indicators  and  measurable  criteria.    In  other 
words,  operational  definitions  may  depart  from  the  original  concepts  because 
of  emphasis  on  tl^more  measurable  dimensions.    A  prevailing  opinion  states^ 
that  "Impairment  can  be  measured  with  a  reasonable  degree  of  accuracy  and  uni- 
formity on  the  basis  of ^Jmpalred  function,  as  evidenced  by  loss  of  structural  in- 
tegrity, pathological  findings,  or  pain  substantiated  bj  clinical  lamination. 
The  comparison  In  our  survey  is  made  with  equally  significant  but  lesa  easily 
measured  factors  such  as  age,  lack  of  sfcfcils,  potential  for  retraining  and 
placemfent,  education,  and  disfigurement. 

A  report  by  the  Subcommittee  of  the  House  Ways  and  Means  Committee  on 
the  Administration  of  the  Social  Security  Laws,  states  that  "the  Subcommittee 
recognizes  the  difficulty  of  developirig  and  enunciating  specific  criteria  for 
^  the  weight  to  be  glvpn  nonmedical-  factors  in  the  evaluation  of  disability  and 
the  extreme  sensitivity ^f  thls*area.  But  the  Subcommittee  believes  that  the 
time  has  come,  if  it  is  not  well  overdue,  to  make  a  determined  effort  to  develop 
and  refine  these  criteria  and  make  them  available  to  the  evaluators  and  to  . 
thep public  in  the  form  of  published  regulations."^ 

The  utility  of  indicators  or  criterion  factors  depends  upon  the  degree 
to  which  (1)  they  are  identifiable,  (2)  they  are  measurable,  and  (3)  their 
contributions  to  disability  are  identifiable  and  measurable.    The;|toblem  lies 
primarily  in  the  third  requirement,  and  in  this  respect  medical  factors  are 
Just  as  problematic  as  those  of  a  nonmedical  nature. 

6^    The  Committee  on  Medical  Rating  of  Physical  Impairment,  "Guides  to 
the  Evaluation  of  Permanent  Impairment,"  Journal  of/the  American  Medical 
Association,  March  1960.  ' 

Disability  Insurance  Fact  Book,  prepared  by  the  Subcommittee  on  the 
Administration  of  the  Social  Security  Laws  for  the  use  of  the  Committee  on 
Ways  and  Means,  quoted  in  a  communiCration  from  the  Vocational  Rehabilitation 
Administration. 
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A  t|^d  factor  that  reln^rces  the  heavy  reliance  upon  Impairments  as 
Indlc^^s  of  disability  Is  th6  Interpretation  of  the  term  "cause"  In  the 
various  statutes «  Hqnengagement  In  gaixiful  activity  may  be  due  to  disability, 
to* unemployment  because  of  weak  labor  market  conditions,  or  to  mere  Idleness; 
In  order  to  draw  the  boundaries,  most  statutes  state  In  one* form*or  another  that 
for,  npnengagement  In  gainful  activity  t;o  be  considered^  as  an  Indication  of  dls- 
ability,  It  mupt  have  occurred  because  of  the  presence  of  Impairments.  Often 
the  term  "because"  Is  Interpreted  to  mean  that  Impairment  Is  a  pecessary  atid  ^ 
sufficient  cause  for  disability  and  that  In  this  sense  the  two  are  equivalent; 

Differences  between.  Impairment  and  disability  In  definitions  and  Indicators 
negate  such  Inter pretatldn,  except  In  cases  where  Impairments  are  so  extremely 
limiting  as  to  becdme  the  sole  deternJjiants  of  disability.    However,  In  most 
cases  (Including  tfaose  allowed  benefits  under  a  varsl;5&ty  of  programs).  Impairments 
are  actually  a  contrlbutlnglcause.    To  Interpret ''the  term  "because"  as  meaning 

necessary  and  contributing,  rather  than  sufficient,  cause  would  lead  to  a  more 

/ 

fruitful  Inquiry  Into  the  definitions  and  measurement  of  disability. 

Differences  In  criteria  constitute  a  fourth  Influence  on  operational  deflnl- 
tlons.    Agen<^les  may  agree  on  factors  that  contribute  to  disability  but  use 
different  cutoff  points  when  distinguishing  the  disabled  from  the  nondlsabled. 
For  example,  with  most  private  insurance,  at  least  for  an  initial  period,  an 
individual  is  considered  disabled  if  he  cannot  perform  work  similar  to  his 
own  Job.    In  contrast,  under  Social  Security  programs,  an  individual  must  be 
unable  to  engage  in  any  gainful  activity  in  order  to  qualify  ^or  disability 
benefits. 

Some  agencies  rely  primarily  on  the  judgments  of  professional  groups  or 

teams  with  few  or  no  indicators  or  criteria  to  guide  decisions.    In  effect, 

/ 

the  operational  definition  of  disability  In  such  agencletf  is  that  it  is  what 
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one  or  a  group  of  professionals  say  it  is.    Welfare  agencies  leaned  more  In 
this  direction  In  evaluating  applicants  for  the  program  of  Aid  for  the  Perman- 
ently and  Totally  Disabled  (APTD) .     The  general  acceptance  of  a  physician's 
Statement  for  the  purposes  of  Temporary  Disability  Insurance  (TDI)  provides 
another  example  of  this  approach.     Often,  extr^eoas  factors  such  as  individ- 
ual differences  among  professionals  and  variations  in  therapist-patient  rela- 
7  . 

tlonshlps  strongly  Influence  this  as  an  operational  definition. 

Abstract  concepts  in  studies  and  statutes  usually  evoke  less  controversy 
and  disagreement  than  the  indicators  and  measures  ^sed  to  operatlonallze  them. 
In  research,  the  relationship  between  concepts  and  measures  calls  into  queefion 
the  scientific  issues  >of  reliability  and  validity.     In  addition,  the  .Important 
legal  and  moral  question  of  equity  is  often  raised  concerning  measures  ufed 
in  establishing  eligibility  for  benefits  and  services  in  the  various  disability 

programs./  ' 

In  specifying  operational  definitions  of  concepts  embodied  in  the  statutes, 
administrative  agencies  exercise-what  actually  amounts  to  legislative  power .  ^ 
Operational  definitions  are  used  in  many  studies  and  programs  as  a  way  to  deal 
with  the  complexity  of  concepts  such  as  disability.     Serious  challenge  to  such 
definitions  and.  measures  employed  by  service  agencies  usually  comes  fron  the 
courts  ^n  cases  go  that  far,  which  is  less  likely  in  tlie  case  of  rehabilitation 
services  than  in  relation  to  cash  benefits. 

In  the  sections  which  follow,  we  estimate  numbers       severely  disabled 
persons,  always  conscious  of  the  fact  that  we  deal  with  survey  definitions, 
kir  estimates  are  of  the  population  of  the  long-term  severely 'disabled,  but 
Vto  the  extent  that  the  educational.,'  reh(ibilitative ,  or  other 'service  programs 
are  successful,  the  population  under  study  does  not  remain  a  fixed  one.  Even 
the  stability  of  the  aggregate  totals  ovr-  time  should  not  obscure  the  fact 
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that  any  individual  with  "severe  disability"  today  may,  with  programmatic  help, 
personal  resolve,  or  technical  breakthroi^h,  emerge  as  a  member  of  the  work 
force  or  a  person  better  able  to  perform  in  an  ordinary  social  role* 

Thj^  last  is  a  crucial  point,  because  it  indicates  the  dynamic  character 
of  the  problem.    In  1955,  the  Department  of  Health,  Education,  and  Welfare 
made  a  study  of  the  homebound.    There  were  many  descriptions  of  the  persons 
who  at  that  time  were  so  disabled  as  to  be  coi^fined  to  their  homes.  Many, 
for  example,  were  quadriplegics  from  trauma  or  polio.    MDst  of  these  persons, 
if  they  liv^  at  all,  we're  confined  to  life  in  an  iron  lung  or  on  a  bed  with 
an  attendent  on  duty.    Today  the  executive  director  of  one  of  the  organizations 
which  participated  in  the  Comprehensive  Needs  Study  has  quadriplegia  from  polio, 
gets  around  Berkeley  unattended  in  his  electric  wheelchair,  and  travels  across 
the  country  with  his  portable  respirator.     Such  breakthroughs  in  technology, 
both  in  medicine  and  hardware,  have  freed  £rom  their  beds  many  persons  who 
were  considered  homebound  20  years  ago. 

What  this  development  has  djone  for  the  concept  of  disability  is  to  identify 

a  new  8et  of  persons  for  whom  the  labor  market  and  vocational  rehabilitation 

must  make  places.    These  persons  have  in  turn  identified  architectural  and 

transportation  barriers  because  they  are  now  able  to  get  out  of  their  homes. 

/ 

A  decade  or  two  ago  an  intellectually  unimpaired  paraplegic  or  quadriplegic 
without  doubt  would  not  have  been  considered  feasible  for  vocational  rehab ilita- 
tion.    Today,  many  rehabilitation  professionals,  while  considering  most  para- 
plegics severely  Impaired,  would  not  say  that  they  are  automatically  infeasible 
for  rehabilitation.    Jlany  quadriplegics,  if  they  have  some  residual  limb  movement, 
can  be  trained  to  be  mobile  and  employed,  although  the  need  for*  attendants  is 
still  present  and  employer  reluctance  is  great. 
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To  a  greater  and  greater  extent,  thB:c^^0$'met  severely  disabled  or^most 
severely  handicapped  are  those  in  various  |ns|;itutions  or  those  still  hometound. 
For  the  most  part,  VR  has  done  iittle  for  them  because  of  its  mandate  to  look 
to  employability.  But  if  independent  living  is  the  goal,  then  this  is  a  key 
population.    Many  persons  in  Institutions  are  there,  not  because  they  are  so 
much  more  impaired  than  others  la  the  community  but  because  there  Is  no  one 
to  care  for  them  or  they  are  poor  J    This  is  the  way  in  which  they  can  receive 
public  care.  There  is  no  set  of  public  programs  oriented  toward  maximal  self-care 
by  these  people  in  residential  settings  of  their  choice.    To  this  extent,  the 
issues  get  involved  with  questions  of  the  deinstitutionalization  of  the  severely 
Impaired,  including  the  elderly,. as  we  will  discuss  in  the  section  on  Long 
Term  Care. 

Htwever,  the  most  severely  disabled  and  those  needing  long  term  care  are 
not  synonymous.  Many  severely  disabled  persons  do  not  need  long  term  care, 
even  if  we  define  this  care  to  include  in-home  'services  where  one  of  the  key 
requirements  is  some  level  of  supervision.    The  reason  is  that  many  severely 
disabled  persons  can  care  for  themselves,  despite  the  inconveniences  caused 
by  architectural  and  transportation  barriers  and  reduced  income  as  well  as 
the  nature  of  their  disability. 

It  is  this  distinction  between  ability  to  care  f3r  oneself  and  the  need 
for  assistance  and  supervision  which  distinguishes  the  targfit  population  of 
'long-term  care  (LTC)  from  the  most  severely  handicapped,  rather  than  the  duration 
or  severity  of  disability  or  the  care  setting.    A  paraplegic  ih  a  wheelchair 
may  be  quite  capable  of  self-care.*  The  lnd^^wLd<ial  m<ly  need  more  income,  some 
social  services,  perhaps  some  VR  services,  but  not  necessarily  long  term  care. 
Othors—for  example,  the  severely  retarded  or  th&  very  old  senile  person— may 
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have  no  comparaVle  severe  disability  condition  with  respect  to  mobility  or  in^ 
the  sense  of  body  damage  but  may  require  long  term  supervision  and  assistance. 
Mental  Conditions 

The  conceptual  differentiation  discussed  so  far  is  more  clearly  appli- 
cable to  physical  than  to  mental  conditions.  Many  contend  that  models  used 
in  defining  and  identifying  structural  and  physiological  pathology  and  Impair- 
ments  are  not  suited  to  emotional  and  intellectual  problems.  Proponents  of 
this  position  also  maintain  that  the  etiology  and  definitions  of  the  latter 
problems  are  more  socially  grounded.  - 

While  examples  can 'be  found  to  fii   the  conceptual  entities^  in  the  present  , 
scheme,  three  major  difficulties  are  encountered  in  applying  them  to  emotional 
apd  intellectual  conditions.     The  first  is  that,  except  for  certain  types  of 
cases  including  organic  conditions,  the  indicators  of  pathology,  impairment,^ 
functional  Imitations,  and  disability  are  not  empirically  separable.  They 
are  all  inferred  from  •the  same  behavioral  manifestations. 

The  second  difficulty  lies  in  that,  given  the  absence  of  signs  and  labor- 
atory findings  identifying  pany  types  of  emotional  problems,  the  diagnosis 
depends'  upon  symptoms  expressed  by  the  patient.     This  relates  to  the  third 
difficulty,  the  absence  of  well-established  and  widely  observed  criteria  for 
^conolatent  clasQlf icatlon,  even  on  the  |)a8is  of  pymptomo. 

Thfe  status  of  knowledge  about  mental  disorders  has  led  some  reoearchero 
and  administrators  to  concentrate  on  measuring  limitations  and  disabilities, 
bypassing  the  identification  of  pathologies  and  Impairments  as  an^ initial  step. 

While  leas  appropriate  for  treatment  and  clinical  management  of  patients,  this 

I  ■ 

approach  better  serves  the  purpose  of  tivaluating  eligibility  for  disability- 
related  benefits  and  assistance.     U  ii  also  entirely  conoi«tent  with  the  thesis, 

-  ■  ■■    '  I 
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emiodied  in  the  conceptual  distihctfons  presented  above— that  disability^  is 
manifested  at  the.  social  level  rather  than  according  to  the  degree  of  physical 
Impairment,  that  different  types  of  ImWirments  may  result  in  the  same  pattern 
of  disability,  and  conversely,  that  similar  impairments  may  result  in  differing 
patterns  of  disability.  , 
Survey  Responses  to  RSA  Defj.nition,  '  " 

The  fi"rst  question  in  Part  I  of  the^^rovi^er  survey  addressed  o|ie  of  the 
most  basic  questions  in  the  Comprehensive  Needs  Study,  namely:  ,"Who  is  severely 
handicapped?"    Respondents  were  presented  with  the  definition  of  a  "severely 
handicapped  person'^  taken  from  the  RehabilitatiSn  Act, of  1973,  as  implemented 
by  the  regulations  of  the  Department  of  Health,  Edtlcation,  and  Welfare.  There,/ 
a  severely  handicapped  person  is  defined  as  one  who: 

Has  a  severe  physical  or -mental  disability  which  deriomly  limits  his 
functional  capacities  (mob-flity,  communication,  self-care,  self-direction, 
^      work  therapy  or  work  skills)  in  terms  of  employability;^ 

whose  vocational  rehabilitation  can  be  expected  to  require  multiple 
vocational  rehabilitation  services  over  an" extended  period  of  time;  and 

^  .  / 

'     who  has  one  or  more  physical  or  mental  disabilities  resulting  from 
amputation,  arthritis,  blindness,  cancer,  cerebral  palsy,  cystic  fibro- 
>      sis,  deafness,  heart  disease,  hemiplegia,  hemophilia,  respiratory  or 
'      pulmonary  dysf uivetion>mental  retardation,  mental  illness,  multiple 

sclerosis,  muscular  dystrophy,  musculo-skeletal  disorders,  neurological 
disorders  including  stroke  and  epilepsy,  paraplegia,  quadriplegia,  and 
other  spinal  cord  conditions,  sickle  cell  ^anemia  and. end- stage  renal  ^ 
disease,  or  another  disability  or  combination  of  disabilities  determined 
on  the  basis  of  an  evaluation  of  rehabilitation  potential  , to  cause  com- 
par,able  substantial  functional  limitation.  ° 

When  the  respondents  were  asked  to^cpnsidef  whether  the  definition  quoted 
above  provides  an  adequate  operjational  definition  of  a  .severely  handicapped 
individual  for  vocational  rehabilitation  purjftjses,  86  percent  answered  affirma- 
tively.    The  open-ended  responses  gave  insight  into  the  current  definition's 
inadequacies,  particularly  when  the  respondents  were  asked  to  consider  alter- 
native definitions.  » 


:  Table  2-2 

^sponses  to  Qjiestion  About  Adequacy  of  Current 
Definition  of  Seyetely  Handicapped 


Affiliation  of  Respondents       Definition  Adequate  Definition  Not  Adequate  Total 

 N                        %  M                        %  N  U 

State  Departments  of  .  ^ 

Vocational  Rehabilitation          504                 85.4  86       ,            14.6  590  100 

0     "                                                                                                              i  ' 

State  DVR  directors  and  , 

blind  agency  directors                 48                 76.2  15                   23.8  63  100 

Sheltered  workshops       -               83                 93.3  6                    6.7  89  100 

Reb^bilitation  centJrs               149                 85.1  26                  14.9  175  100 

Voluntary  rehabilir  -     ^                                               „  J 

t«tlnn  aeencies                             127     .              87.6  18                    12.4  145  100 

15                 78.9           4               "    21.1  19  100 


tation  agencies 
Developmental  disabilities 
Educators 


35    •  87.5  5  12.5  40  100 


Insurance  rehabilitation 
staff 


/ 
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Rehabilitation  specialists  31 


84.2  3  15.8  19  100 

79.5  8  210.5  39  100 


Total 


IQQB  85.5        171  14.5        1179  100 


A  total  of  188  persons  responded  with  write-in  comments.    Out  of  those 
responding,  45,  or  one  out  of  four,  felt  that  severe  handicaps  should  be 
defined  solely  in  terms  of  functional  limitations.    Thirty-one  felt^the  defi- 
nition should  take  into  account  extenuating  personal  characteristics  (e.g., 
age,  education, 'etc.)  and/or  outside  factors  that  might  affect  rehabilitation, 
such  as  availability  of  services  and  .the  state  of  the  Job  market.    Some  felt 
that  the- current  def  inition  was  too  restrictive,  too  vague,  or  too  broad. 
Others  believed  that  a  severely  handicapped  person  should  be  defined  in  terms 
of  time  and  services  "required  for  rehabilitation,  or  as  "one  who  in  all 
probability  cannot  be^ployed."  * 


1  Chapter  3 

THE  VOCATIONAL  REHABILITATION  SYSTEM 

The  Vocational  Rehabilitation  system,  which  includes  the  State-Federal 
projgram  and  private,  non-profit  organizations  and  facilities,  attempts  to 
serve  a  vocationally  disabled  populatJ.on.    Included  in  this  group  are  indi- 
viduals who,  as  a  result  of  a  mental  or  physical  handicap  are  unable  to 
develop  or  regain  vocational  skills  necessary  to  employment.     Consequently,  ' 
they  are  totally  or  partially  unable  to  carry  on  gainful  employment.     The*  ^ 
Federal  Government  p^rovides  80  percent  of  the  funding  for  the  Federal-State 
programs.    Most  vocational  rehabilitation  services  are  provided  through 
the  Basic  Support  Program  and  the  Trust  Fund  Program  of  the  Rehabilitation 
Services  Administration  (RSA) .    Other  agencies  engaged  in  or  assisting  reha- 
bilitation include  the  Veterans  Administration,  Manpower  Administration  of 
the  Department  of  Labor,  the  Office  of  Education,  the  Bureau  of  Education  for 
the  Handicapped,  the  President's  Committee  on  Employment  of  the  Handicapped, 
the  Work  Incentive  Program,  and  the  Federal  Employment  of  the  Handicapped 
program.  • 

ThS  range  of  service's  g^erally  available  under  the  vocational  rehabili- 
tation program  for  serving  the  various  needs  of  the  disa'bled  include  vocational 
training,  income,  health,  educational,  and  other  services  to  encourage  self- 
support  so  that  the  individual  can  gain  or  regain  the  abilities  necessary  -to 
engage  in  vocational  activity.     The  program  is  tailored  to  fit  the  individual's 
needs,  capabilities,  and  desires.     In  addition  to  vocational  education  and/or 
on-the-job  training  it  offers  extensive  testing,  restoration,  services  to  the 
family,  and  other^ supportive  service^  such  that  the  individual  has  the  greatest 
chance  of  achieving  a  rewarding  vocational  goal.     If  the  individual . cannot 
compete  in  the  labor  market  because  of  functional  limitations  imposed  by  the 
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disabling  condition,  he  or  she  can  still  be* productive  in  work  ^uch  as  house- 
keeping  or  sheltered  employment. 

Eligibility  criteria  specify  that  the  client  must  have  a  physical  or 
mental  condition  which  is  expected  to  be  stable  or  become  more  severe  and  which 
causes  loss  of  ability  to  engage  in  normal  activities  or  a  limitation  on  activi- 
ties.    In  addition,  there  should  be  reasonable  expectation  that  the  services 
provided  will  allow  the  individua^o  engage  in  gainful  employment  in  sheltered 
workshops,  or  in  the  home.     These  criteria  generally  disqualify  individuals  who 
fall  into  the  following  aategories:     1)  persons  whose  mental  or  physical  condition 
does  not  prevent  them  from  engaging  in  vocational  activities;  2)  those  who  are 
either  too  young  or  too  old;  3)  those  for  whom  vocatibnal  rehabilitation  is  a 
remote  possibility  because  of  the  severity  of  theii^  disability ;  and  4)  those 
who  do  not  want  to  achieve  a  goal  of  vocational  activity  or  see  it  as  unrealistic^ 

One  criterion  for  determining  the  need  for  Vocational  Rehabilitation  ser- 
vices is  the  incidence  of  disability.    Attempts  to  estimate  thfenumber  of  dis- 
abled persons  who  n^ed^^^re  receiving  rehabilitation  services  have  produced 
Widely  varying  numbers.     This  is  because  the  criteria  for  acceptance  are  not 
clearly  articulated'^f rom  region  to  region  and  also  because  the  receipt  of  ser- 
vices through  the  Vocational  Rehabilitation  system  is  not  limited  to  a  single 
program.    Thus  there  are  inevitable  instances  of  double  counting.     In  any  case, 
the  size  of  the  Vocational  Rehabilitation  program  and  the  numbeT  of  rehabilitants 
have  increased.    The  number  of  persons  who  applied  for  services  during  the  year 
increased  by  4  percent  in  FY  1973  over  FY  1972,  from  1,379,196  to  1,431,347. 
Of  these  cases  referred  in  FY  1973,  71  percent  (1,017,630)  were  new  applicants  , 
as  of  July  1,  1972.     Approximately  34  percent^ of  these  cases  were  accepted  for 
services,  35  percent  were  rejected,  2  percent  were  accepted  fo^  extended  evalu- 
ation services,  and  no  decision  had  been  reached  concerning  the  eligibility  of  " 
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the  remaining  29  percent  as  of  June  30,  1973.  There  was  an  11  percent  increase 
in  the  number  of  persons  rehabilitated,  from  326,138  in  FY  1972  to  360,726  per- 
sons in  FY  1973. 

'^evefal  problems  have  been  cited  wfcich  hinder  the  effective  operation  of 

\.  X 

the  Vocational  Rehabilitation  program.    These  include  insuff icient ' funds,  in- 
adequate coordination  among  different  agencies  which  provide  services  to  handi- 
capped persons,  ^d  lack  of  outreach  to  persons  needing  vocational  services, 
especially  the  most  severely  disabled  with  low  potential  for  vocational  success. 
Another  criticism  suggests  that  counselors  select  the  least  disabled  persons 
eligible  to  i;eceive  services  under  the  program  so  as  to  increase  the;  number  of 
successfully  rehabilitated  clients.     It  is  difficult  to  test  this  hypothesis, 
since  in  many  studies  tHs,  dibbled  are  classified  by  type  of  disability  rather 
than  by  severity  of  disability.     Results  of  the  1966  Social  Security  Survey  of 

the  Disabled  show  little  variation  between  the  numbeA^  severely  disabled  who 

A.  \ 

received  services  and  those  who  were  occupationally  disabled  or  who  had 
se^ndary  work  limj|?^ations.    Of  those  accepted  into  'ttte  program,  rougly  80  per- 


mi\ 


'cent  are  aucceasPully  rehabilitated 


Table  3-1 


Percent  of  Disabled  ;Nq^-Institutionalized  Adults 

Aged  18-6A,  Receiving  Services,  1966  ^  ^ 

Severity  of 
Disability 

Number  in 

■k/ 

Thousands 

Percent    Who  Received 
Services 

Severely  Disabled 
Occupationally  Disabled 

Sccundary  Work  Limitations 

<* 

6,100 
5,014 
6,639 

13 

> 

10 

"] 

Source:     Social  Security  Survey  of  the  Disabled,  1966. 
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Jaffe,  in  a  study  of  workers  in  New  York  vho  had  sustained  serious,  permanent 
work~f^lated-J.njuries,  found^that  only  1  in  10  had  received  vocational  rehabilita- 
tion services  following  their  injury.    Two  in  10  ended  up  with  either  a  very  poor 

« 

job  or  no  job  at  nail,  and  nearly  6  in  lO  held  jobs  that  were  no  better  t^han  the 
ones  they  had  held  at  the  tiin^  of  injury."^ 

Other  studies  have  found  that  only  small  percentages  of  disabled  employed  in 
various  occupations  have  found  their  jobs  with  the  assistance  of  vocational  reha- 
bilitation services.     For  example,  the  National  Committee  for  Careers  in  Medical 
Technology  found  'that  only  5  percent  of  disabled  people  working  in  medical  labora- 
tories had  had  the  assistance  of  VR  services.    The  authors  further  found  that  VR 
agency  i^ferrals  to  medical  laboratory  training  prctgrams  did  not  increase >  even 
after  substantial  efforts  had  been  made  to  inform  VR  agencies  and  counselors  of 
a  special  program  for  the  disabled  in  medical  laboratory  training. 

While  studies  indicating  that  very  small  percentages  of  employed^ disabled 
people  have  received  VR  services  are  not  conclusive  in  that  no  estxim^Tion  is  made 

of  the  proportion  of  these  workers  who  could  have  benefitted  from  them,  they  do 

j  . 

tend  to  support  the  conclusion  that  these  services  fail^  to  reach  many  who  need 
them.    ^It  seems  likely  tha^t  among  the  employed  disabled,  a  large  proportion  could 
have  found  their  jobs  faster,  or  found  better  jobs,  with  t^he  aid'  of  good  VR 
services*  > 

A  Greenleigh  Associates  study  finds  ^that         only  VR  services  but  other 
services  aimed  at  placing  people  in  employment  are  greatly  underserving  the 
disabled  population.^    This  is  true,  for  example/of  the  U.  ^k^ployment  Service 


1.  A.  J.  Jaffe,  Lincoln  H.  Day,  and  Walter  Adams,  "Disabled  Workers  in  the 
Labor  Market,"  Rehabilitation  Literature,  May  1969."  ^ 

2 .  Careers  for  the  Handicapped  in  Medical  Laboratories,  Final  Report 
(National  Committee  for  Careers  in  Medical  Technology,  1969). 

3.  Greenleigh  Associates,   Inc.,  A  Study  to  Develop  a  Model  for  Employment 
Services  for  the  Handicapped  (Chicago:     The  Associates,  1969). 
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and  the  Department  of  Labor's  Manpower  Development  Training  Act  (MDTA)  programs.  ' 

Neither  of  these  services  has  specialists  or  special  programs  fo^  the  disabled. 

The  study  found  that  the  MDTA  programs  in  particular  were  greatly  underserving 

the  disabled  because  of  their^^tendency  to  take  only  able-bodied  trainees. 

Results  of  a  ^tudy  of  selected  detionstration  projects  .to  assess  the  delivery 

of  Vocational  Rehabilitation  services  for  disabled  public  assistance  clients 

* 

reveal  that  the  majoi;  reasons  for  non-^acceptance  into  a  project  were:     little  or  ^ 
.  no  functional  capacity  for  work  due  to  the  limitations  imposed  by  the  disabling 
condition;  refusal  to  accept  services;  the  nonexistence  of  substantial  disability; 
and  a  combination  of  disabiliCy,  illiteracy  and  lack  of  skill. ^    Throughout  the  ^ 
analysis,  variables  which  indirectly  indicated  the  severity  of  disability  (e.g. 
receipt  of  Aid  to  the  Permanently  and  Totally  Disabled  and  the  presence  or  absence 
of  a  secondary  disabling  condition)  were  consistently  related  to  both  client 
acceptance  and  rehabilitation  rates.  ^ 

Vocational  Rehabilitat'ion  agencies  rely  on  rehabilitation  facilities  for  a 
great  proportion  of  client  services.    Consequently,  the  success  of  the  VR  program 
f  is  dependent  ^on  the  growth  and  effectiveness  of  rehabilitation  facilities  which 
provide  evaluation,  treatment,  and  training  for  handicapped  persons,  particularly 
the  severely  disabled  who  could  not  be  effectively  rehabilitated  without  the 
assistance  of  these  operations.     Facilities , include  sheltered  workshops,  compre- 
hensive rehabilitation  cenlors  and  a  variety  of  centers  for  the  treatment  of 
specific  disabilities  such  as  disabilities  in  speech,  hearing,  and  sight,  and 
mental  retardation »  and  illness . 

Sheltered  Workshops  play  an  important  role  in  the  rehabilitation  system. 
Generally,  these  facilities  not  only  expose  the  disabled  individual  to  the  5^ 


4.     Greg  and  Sherwood,  A  Report  on  Fourteen  Demonstration  Projects  in  the 
Rehabilitation  of  Public  Asaintance  Recipients  (Gainesville,  Fla.:     Florida  State 
University,  1971), 
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experience  of  doing  real  >^rk  for  real  pay  but  also  rehabilitate  him  to  respond 
and  adapt  to  the  routines  nature  of  work.    They  focus  on  vocational  adjustment 
and/or  training  but  may  p^vide  comprehensive  rehabilitation  services.     Many  of 
their  functions  may  overlap  with  the  roles  of  other  agencies  and  facilities  within 
the  rehabilitation  system.     In  addition,  th^y  have  a  potential  for  expansion  to 
serve  the  more  severely  disabled.     These  organizations  reppsent  a  heterogenous 

\  ^  ♦ 

population  motivated  by  different  interest  groups  with  different  objectives.  They 
operate  as  social  agencies,  business  organizations,  or  production  operations, 
serving  individuals  with  a  particular  kind  of  disability  or  a  wide  range  of  dis- 
ability type>^^    However,  Sheltered  Workshops  serve  a  client  group  which  differs 
in  several  ways  from  the  general  population  of  rehabilitants  in  State-Federal 
VR  programs.     They  represent  a  proportion  of  the  VR  population  whose  vocational 
and  educational  incapacities  are  greater  than  those  of  the  average  rehabilitant , 
who  suffer  from  more  severe  impairments  and  are  more  economically  disadvantaged. 
The  majority  of  Sheltered  Workshops  are  administered  by  the  Department  of  Labor, 
whix:h  provides  wage  and  hour  certificates  so  that  below-minimum  wages  can  be 
paid  to  clients. 

One  of  the  strengths  of  the  VR  process  is  its  expertise  in  case  management 

and  the  brokering  of  conmiunlty  resources.     However,  VR  has  little  experience 

xd.th  really  long  durational  case  management,  as  will  be  required  for  many  in  an 

f 

independent  living  program.     Persons  in  nursing  homes  or  in  retardation  facil- 
ities  may  need  tracking  for  years,   for  example. 


THE  REHABILITATION  MODEL 

The  rehabilitation  process  is  a  sequence  of  services  designed  to  move  the 
handicapped  client  toward  the  goal  of  placement  in  a  gainful  occupation. 

Along  with  the  client,   the  rehabilitation  counselor  has  the  central  role 
in  the  rehabilitation  process.     The  counselor  facilitates  movement  toward  the 
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achievement  of  a  realistic  vocational  goal.     Usually  the  counselor  is  concerned 
with  the  total  process  from  eligibility  dj^tje^mijvation    through  coordination  of 
medical  and. restorative  services,  provisioq^of  training,  placement,  followup, 
and  closure. 

The  most  important  function  of  the  counselt)r  is  to  help  the  disabled  client 
acquire^insight  into  hl^  own  capacities,  attitudes,  iiitereslts,  alternatives, 
and  personal  characteristics  in  relation  to  the  requirements,  demands  and  possi- 
bilities  of  the  local  labor  market.    When  a  vocational  objective  is  jointly 
agreed  tipon,  a  services  plan  is  developed  to  reach  that  objective.  ^ 

The  core  of  the  rehabilitation  counselor's  work  is  counseling.  However, 
significant  amounts  of  time  are  spent  on  coordination  and  integration  of  services, 
^valuation  of  client  performance,  management  of  caseloads,  case  reports,  job- 


finding  reports,  and  work  flow. 
Referral 


The  rehabilitation  process  is  initiated  when  an  individual  comes  or  is 
referred  to  a  local  agency  for  services.     Table. 3-2  illustrates  the  sources  of 
referrals  to  rehabilitation  agencies. 
Eligibility  Determination 

Once  an  individual  has  been  referred  to  a  local  VR  agency,  the  case  is 
assign^  to  a  rehabilitation  counselor  who  arranges  for  the  initial  intake  ii^ter- 
view.    The  counselor's  objective  is  to  gather  sufficient  data  to  effectively 
determine  eligibility  for  services.     Basic  information  is  collected  concerning 
the  individual's  prior  health  and  physical  condition,  intellectual  capacity, 
educational  experience,  -vocational  background,  and  personal,  family,  and  soci 
relationships.    Throughout  the  evaluation  period  this  information  is  expanded 
and  updated  by  additipnal  counseling  ses^ons,  receipt  of  pertinent  medical 
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Table  3-2 

Sources  of  Referral  of  Persons  Rehabilitated 
by  State  Vocational  Rehabilitation  Agencies,  FY  1972 


(percent  distribution) 


Type  of  Organization 


Educational  Institutions 

Elementary  or  Jiigh  School 
Other 

Hospitals  and  Sanitariums 
Mental  Hospital 
Other 

Health  Organizations 

^  Rehabilitation  Facility 
State  Crippled  Children's  Agency 
"    Other  (Public  and  Private) 

Welfare  Agencies 
Pujjlic 
Private 

Pul^jUk:  Organizations  and  Agencies 

Social  Security  Administration 
Workers'  Compensation 
State  Emplojnnent  Service 
Correctional  Institutions,  Courts 
Other 

Private  Organizations 

Artificial  Appliance  Company 
Other 

Individuals 

Self-Referral  '-a. 
Physicians 
Other 


Ntjmber  of  Persons 


37,937 
10,555 


22,902 
21,135 


5,121 
782 
11,150 


26,914 
1,558 


8,857 
2,264 
12,161 
20,224 
13,708 


4,494 
3,793 


39,391 
30,711 
33,322 


Percent 


12.4 
3.4 


7.5 
6.9 


1.7 
0.3 
3.6 


8.8 
0.5 


2.9 
0.7 
4.0 
6.6 
4.5 


1.5 
1.2 


12.8 
10.0 
10.9 


Source:     Characteristics  of  Clients  Rehabilitated  in  Fiscal  Years  1968  -  1972 
(Rehabilitation  Services  Administration,  U.S.  Department  of  Health, 
Education,  and  Welfare,  1972),  Table  8. 
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data  from  hospitals,  clinics,  and  physicians,  and  Rrelim:lnary  diagnostic  medical 
and  psychological  studies  to  eva:j.uate  the  client's  rehabilitation  potential. 
Eligibility  for  services  is  based  on  three  conditions: 
1.    The  presence  of  a  physical  or  mental  disability. 
.   2.    The  existence  of  a  substantial  handicap  to  employment. 
3.    A'reasonable  expectation  that  vocational  rehabilitation 
services  may  enable  the  individual  to  engage  in  gainful 
emp.loyment .  '  '  ,  ^ 

Eligibility  determination  is  based  on  the,  eligibility  ctiteria  and  the  prelimi- 
nary diagnostic  study,     Tn*  most  States  the  detemjination -of  eligibility  is  the 
responsibility  of  the  rehabilitation  counselor,  made  in  consultation  with  the 
client. 

In  cases  where  the  preliminary  diagnostic  study  is^nsttf  f icient  to  deter- 
mine rehabilitation  potential,  the  counselor *may  recommend  certification  of  a 
period  of  extended  evaluation  not  to  exceed  18  months.    The  scope  of  services 
provided  during  extended  evaluation  may  include  any  that  are  necessary  to 
determine  the  individual's  vocational  potential.     At  any  time  prior  to  the 
completion  of  the  18-month  period,  termination  of  services  shall  take  place 
if  it  has  been  determined  that  vocational  potential  is  not  present  or  the 
individual  is  found  ineligible  for      rvices  because  it  has  been  firmly  established 
that  rehabilitation  services  will  be  of  no  benefit  in  terms  of  employability . 

A  decision  of  ineligibility  for  rehabilitation  services  indicates  that  the 
criteria  for  eligibility  cannot  be  met.    An  individual  who  has  been  found 
ineligike  for  services  has  the  right  to: 
^         —  Appeal  th^  decision  and  request  an  administrative  review. 

—  Request  a  fair  hearing  if  he  is  not  satisfied  with  the  administrative 
•     \  -  ^ 

review.  f 
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^-  Have  the  eligibility  decision  reviewed  on  an  annual  basis. 

—  Know  that  his  individual  case  record  will  be  kept  confidential. 
The  Individual  Written  Rehabilitation  Program 

The  development  of  an  Individual  Written  Rehabilitation  Program  (IWRP)  marks 
the  beginning  of  the  disabled  person's  rehabilitation  process.    The  first  step 
in  providing  services  or  extended  evaluation  for  eligible  clients  is  a  written 
rehabilitation  plan  jointly  formulated  by  the  client  an^  counselor.     The  primary 
purposes  of  .the  IWRP  are  Ho  define  the  long-range  employment  goal  for  the  ciient 
and  the  specific  intermediate  services  to  be  provided  in  the  achievement  of  this 
goal.  ^ 

Together  the  client  and ^counselor  develop  the  plan, based  on  a  realistic 
assessment  of  the  individual's  potential  achievement  through  the  sequence  qf  ' 
rehabilitation  Services  to  be  provided.     Intermediate  object^es'^are  determined 
that^will  detail  the  steps  needed  to  be  taken  by  the  client  and  counselor  in  ^ 
the  implementation  of  the  plan.    As  far  as  possible,  the  IWRP  must  specify  the 
services  to' be  provided,  tfte  projected  initiation  date  of  each  phase,  and  the 
duration  of  each  program  sequence.    ^  * 

Provisions  are  made  for  periodic  review  and  evaluation  of  the  cl|fent'^ 
progress  toward  the  rehabiMtation  objectives.    The  clifent  and  counselor  decide 
what  kind  of  criteria  or  evaluation  procedure  will  be  used  to  measure  the 
individual's  progress.     Depending  on  the  individual's  program,  some  of  the  means 
of  evaluation  commonly  used  are  medical  reports,  grades,  training  progress  ^ 
reports,  client  feedback  and  self-assessment,  and  the  counselor's  assessment. 

The  IWRP  must  also  include  the  extent  to  which,  if  any,  the  client  will 
participate  in  the  costs  of  rehabilitation  services.     States  may  elect  to  apply 
an  economic  needs  test  in  providing  services  to  an  individual.    However,  no 
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"need's  test  can  be  coii$idered  in  providing  the  basic  program  services  of  evalua- 
tion of  rehabilitation  potential,  counseling,  guidance,  referral  services,  or 
placement. 

Revisions  or  amendments  to  the  IWRP  are  made  as  required, 
Rehabilitatipn. Services 

The  range  of  services  provided  to  the  disabled  individual  may  cover  any/ 
goods ^and  services  necessary  for  the  achievement  of  vocational  potential.  The 
rehabilitation  coun^lor  arranges  for  the  purchase  of  services  outlined  in  the 
/    ?  individual's  rehabilitation  plan.     Full  use  is  made  of  alX,  aval^labjifi.  public 


agency  services.    Services  mary  also  b^  purchased  txQm:.'^^^^§^^&^ctes./axid 
individuals  who  serve  the  general  public.     The  scope  of  satvi'ceB  available  to 


the.  handicapped  individual  is  comprehensive  and.  may  include;,  ' 

a-.' 

1.  Counseling  and ''guidance. 

2.  Physical  and.  mental  restoration  services.  % 

3.  Prevo'cational  evaluation  and  training. 

r 

4.  *  Vocational  and  other  training  services,  including  personal  and 

/ 

vocational  adjustment,  books,  tools,  and  other  training  materials. 

5.  Maintenance  allowances  during  the  rehabilitation  process. 

6 .  Transportation. 

7.  Services  to  the  handicapped  individual's  family  when  such  services 

g  are  necessary  to  the  adjustment  or  rehabilitation  of  the  handicapped 

person.  • 

8.  Interpreter  services  for  the  deaf. 

9.  Reader  services,  rehabilitation  services,  orieWation,  and  mobility 
services  for  the  blind. 

10.  Telecommunications,  sensory,  nnd  other  technological  aids  «^  dcvlcVs. 

11.  Work  adjustment  and  placement  counseling. 
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12.  Placement  services.^  ^  *  *  ' 

13.  ^Occupational  licenses,  cools,  equipment,  initial  stocks,  and  supplies. 
lA.    Any  other  goods  and  services  which  caj^  reasonably  be  expected  to 

benefit  the  handicapped  person  in  terms  of  employabllity. 
Medical  Restoration  Services 

Physical  restorative  services  are  furnished  to  a  client  when  such  services 
can  reasonably  be  expected  to  eliminate  or  substantially . reduce  thfe  handicapping 
condition  within  a  reasonable  period  of  time  and  the  individual's  physical  * 
condition  iji  stable  or  slowly  progressive  in  nature.     These  services  include: 

1.  Medical  or  surgical  treatment. 

2.  Psychiatric  treatment.  : 

3.  Dentistry.  / 

A.    Nursing  services.  ^ 

i 

5.  Convalescent,  nursing  or  rest  home  care. 

6.  Prosthetic  devices^ 

7.  Physical  therapy. 

8.  Occupational  therap/1 - 

9.  Physical  rehablblitation  in  a  rehabilitation  facility. 

10.    Other,  medical  or  pedically- related  rehabilitation  services. 
Mental  Health  Services 

Clients  with  emotional  or  psychiatric  disabilities  may  be  provided  psychi- 
atric services  ner*»|bQnt-y  to -accomplish  vocational  rehabilitation.  Treatment 
-  thay  include  psycttStherapy ,  marital  or  family  therapy,  group  psychotherapy^  or 
whatever  is  considered  appropriate  for  the  individual  client. 
Training 

Vocational  rehabilitation  training  includes  any  type  of  training  that  may 
be  necessary  for  rehabilitation  and  can  be  categorized  as  vocational,  prevoca- 
tional,  or  personal  adjustment  training. 
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Vocational  training, for  a  specific  occupation  provides  the  knowledge  and^ 

ft 

skills  necessary  for  performing  the  tasks  of  that  occupation. 

Prevocational  training  is  basic  training  given  for  the  .acquisition  of 
background  knowledge  preparatory  to  vocational  training  or  employment  where,  the 
primary  .Skills  are  learned  on  the  job.     Prevocational  training  may  also  be  pro- 
vided for  the  removal  of  educational  deiEiciency  which  interferes  with  the 
utilization  of  job  skills  atrea^iy  posses^d  by  the  client. 

Personal  adjustment  training  includes  training  given  to: 

1.  Assist  the  individual  to  acquire  personal  habits,  attitudes,  and 
skills  that  vill  enable  effectivjp  functioning  with  a  disability. 

2.  Develop  or  increase  work  tolerance,  prior  to  engaging  in  prevocational 
or  vocational  training  or  employment. 

3.  Develop  work  habits. 

4.  Provide  skills  or  techniques  for"  the  purpose  of  compensating  for  the 
loss  of  limbs  or  sensory  function. 

The  training  components  of  vocational  rehabilitation  services  are  broadly 
defined  so  that  the  training  rieeds  of  the  handicapped  individual  being  served 
can  be  met.    Training  may  be  provided  at  schools,  colleges',  or  universities; 
workshops  or  rehabilitation  facilities;  by  tutor  or  correspondence, 
apprenticeship  or  on-the-job  training;  ot  other  training  programs* 

Work  experience  is  primarily  obtained  through  sheltered  workshops.  Transi- 
tional workshops  are  used  for  clients  between  the  medical  restoration  phase  of 
rehabilitation  and  more  advanced  training  oj^inal  placement  in  employment.  The 
workshop  experience  for  many  clients  is  an  interim  employment  ppportunity  to  gain 
training  and  self-confidence  in  an  on-the-job  environment. »    For  those  unable  to 
compete  in  a  regular  employment  situation,  the  sheltered  workshop  offers  permanent 
employment. 
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Supportive  Services  . 

Materials  necessary  for  the  training  of  th6  client  are  provided.  These 
include  books,  supplies,  tools,  learning  aids,  materials  used  in  mechanical  or 
technical  training,"  uniformis,  fees,  small  equipment  used  in  technical,  mechan- 
ical,  or  commercial  training,  or  any  other  materi£bls  required  by  the  individual 
training  program. , 

Driving  aids  may  be  purchased  for  a  client  who  needs  them  to  operate  an 
automobile  in  order  to  secure  or  retain,  employment. 

Transj^ortation  may  be  provided  when  it  is  necessary  for  the  attainment  of 
the  vocational  goal  for  clients  in  financial  need  during  the  period  of  rehabil- 
itation. 

Clients  found  to  be  in  financial  need  may  be  provided  a  maintenance  allow- 
ance  to  assist  with  the  costs  of  room,  board,  and  incidental  expenses  during  the 
period  of  rehabilitation  and  training. 
Placement 

—   •  « 

The  length  of  the*  rehabilitation  process  varies  from  individual  to  individual 
In  some  cases  Successful  medical  restoration  may  be  sufficient  to  return  a 
disabled  person  to  gainful  employment  or  former  occupation.    For  others  — 
particularly  more  severely  handicapped  perspn^  —  the  process  may  cover  a  period 
of  years.     For  these  individuals  the  rehabilitation  program  may  include  extended 
evaluation,  restorative  medical  or  psychiatric  services,  personal  adjustment 
training,  vocational  training,  and/or  on-the-job  experience  in  employment. 

*Tlacement  represents  to  the  client  and ^tlxe^ counselor  the  successful  achieve- 
ment of  the  objectives  and  goals  of  the  rehabilitation  effort.     It  is  the  long- 
range  goal  toward  which  all  interim?  rehabilitation  services  are  directed. 

The  rehabilitation  counselor  usually  participates  in  the  placement  process, 
although  sometimes  specifically  trained  placement  specialists  participate  in 
this  service  element. 
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The  counselor  is  responsible  for  seeing  that  the  client  is  placed  in 
suitable  employment  consistent  with  the  rehabilitation  plan.    For  tjtie  counselor, 
the  placement  process  involves  contacting  employers  directly,  visiting  prospec- 
tive job  sites  to  conduct  job  analysis,  and  referring  clients  for  job  interviews. 

The  rehabilitation  counselor  or  agency  placement  specialist  is  not  alj^ays 
the  direct  placement  agent  for  an  individual.     Many  rehabilitated  clients  return 
to  their  previous  occupation  or  place  of  employ^ient,  whi^  some  find  suitable 
employment  on  their  own  or  through  the  vocational  traij/ing  program  that  they 
have  participated  in.     At  times  ^ients  are  referred  to  local  Departments  of 
Employment  Security  (public  employment  services) .     Placement  of  clients  is  not 
limited  solely  to  the  private  business  sector.     Self-employment  can  be  the 
vocational  goal  of  a  handicapped  person.     The  Rehabilitation  Act  provides  for 
funds  to  est'ablish  individuals  in  small  business  enterprises,  including 
financial  assistance  to  obtain  required  licenses,  togls, -equipment ,  and  initial 
stocks  and  supplies.    Management  and  supervisory  assistance  are  a^so  available  N 
to  clients  who  establish  their  o^an  businesses. 
Post-Employment  Services 

After  placement  in  employment  the  counselor  has  the  re>§pon8ibility  of 
following  up  on  the  client's  adjustment  to  emplo3nnent.     Supportive  services  ^re 
available  to  successfully  ^^habilitated  clients  to  lend  assistance  in  maintain- 
ing  employment ♦     These  services  are  available  to  all  clients  when  problems  arise  ^ 
after  placement  related  to  the  original  handicajjping  condition. 

VR  FUNDING  FOR-  THE  SEVERELY  HANDICAPPED* 

The  Basic  Support  Program  of  Vocational  Rehabilitation  is  a  program  of 
formula  grants  to  state  rehabilitation  agencies  to  provide  and  support 


*These  totals  include  Federal  expenditures  plus  State  and  local  governments 

matchings.  We  use  these  data  for  purpose  of  comparison  of  expenditures  wi?h.th^e 
programs  defined  in  Chapter  25  on  other  programs. 
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rehabilitation  services  for  the  handicapped,  with  priority  given  to  the  needs  of 
the  most  severely  handicapped.     An  analysis  of  the  data  from  the  agency  files 
allocs  us  to  sort  out  those  persons  receiving  vocational  refiabilitation  who 
would  be  considered  severely, disabled  under  RSA  standards.     Utilizing  this 
technique,  we  have  found  that  40.56  percent  of  all  vocational  rehabilitation 
recipients  can  be  considered  severely  disabled.    We  , use  this  estimate  for  all 
vocational  rehabilitation  programs  for  which  we  have  no  more  specific  informa- 
tion.    However,  under  some  programs  a  person  must 'be  "severely  disabled"  to 
qualify  for  assistance..  Therefore  we  count  all  expenditures  for  those  programs 
as  going  to  the  severely  disabJ^ad.     Fur  the  basic  program  we  use  41  percent  as 
the  share  o|^  the  severely^ disabled  and  find  that  $301,862,000  c^n  be  allocated 
to  severe  disability.  ^ 

The  Se^^ice  Project  Activities  of  Vocational  Rehabilitation  is  a  program 
of  project  grants  to  StateyVR  agencies  to  expand  and  improve  services  above  those 
pirovided  under  the  Basic  Support  Program.     Priority  is  given  to  the  needs  of  the 
most  severely  handicapped.     Using  the  estimate  of  41  percent  severely  disabled, 
we  allocate  a  portion  of^.  these  expenditures  tb  the  severely  disabled.  Expendi- 
tures on  the  severely  disabled  under  this  program  thus  amounted  to  $28,632,000 


in  1973. 


Vocational  Rehabilitation  for  Social  Security  Disability  Insurance  Bene- 
ficiaries is  a  program  designed  to  support  State  rehabilitation  services  for 
those  DI  beneficiaries  who  show  sufficient  potential  to  return  to  gainful 
employment;  emphasis  is  on  returning  a  maximum  number  to  productive  activity. 
The  payments  for  this  prograk  originate  from  the  Trust  Fund  and  cannot  exceedX^ 
11/4  percent  of  total  cash  payments  to  disabled  OASDHI  recipients  (1  1/2  percent 
after  the  beginning  of  fiscal  1974).     Due  to  the  tequiretaents  of  the  parent 
program,  we  take  \QQ  percent  of  these  expenditures  as  benefitting  the  severe^^y 
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disabled.    That  is,  we  do  not  consider  the  fact  that  the  recipients  have 
rehabilitation  potential  as  d  basis  to  consider  them  less  than  severely  disabled. 
We  therefore  calculated  that  $45,169,000  was  spent  on  the  severely  disabled  in 
1973  under  this  program. 

Vocational  Rehabilitation  for  Supplemental  Security  Income  Beneficiaries 
is  a  program  of  Federal  payments  to  State  agencies  for  the  referral  and  voca- 
tional rehabilitation  of  Supplemental  Security  Income  recipients.     Since  the 
emplfasis  here  is  on  "vocational  rehabilitation,"  we  assume  that  few  persons  in 
this  program  are  past  age  65  and  therefore  "old  age"  recipients.     Thus  enrollees 
in  the  program  are  most  likely  to  be  either  blind  or  permanently  and  totally 
disabled.    We  therefore  assume  that  100  percent  of  them  are  severely  disabled, 
again  based  upon  the  entrance  restrictions  of  the  parent  program.    We  note  that' 
those  people  who  are  clos^^^as  successfully  rehabilitated  very  likel^  will  not 
hk  severely  disabled  at  closure.     Still,  since  SSI  requirements  at  entrance  are 
^    the  key  factor,  we  consider  100  percent  as  initially  severely  disabled,  for  a 
total  expenditure  on  the  severely  disabled  of  $39/^74,000  in  1973. 
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Chapter  4 


ESTIMATES  OF  THE ylsEVERELY  DISABLED  POPULATION  NOT  IN  INSTITUTIONS 
.  The  few  major  iSurveys  conducted  to  determine  the  extent  of  disability  ^ 
among  the  noninstltutionalized  disabled  population  in  the  United  States  include 
the  Social  Security  Survey  of  Disabled  Adults  (1966K  the  Health  Interview 
Survey  (1969-70),  the  Ohio  State  Survey^ (1^72) ,  and  the  Census  of  Population: 
Persons  with  Work  Disability  (1970).    All  of  these  surveys  address  the  problem 
of  estimating  the  number  disabled.    Following  the  definitional  conventions  . 
of  the  previous  section,  then,  they  do  not  provide  estimates  of  the  number 
of  handicapped,  because  they  do  not  deal  with  the  concept  of  the  interaction 
of  the  disabled  person  and  the  environment. 

The  definitions  adopted  for  this  review  of  existing  surveys  are  close  to, 
butjjot  the  same  as,  the  terminology  developed  by  Lawrence  D.  Haber  of  the 
Social  Security  Administration."^    The  SSA  terminology  is  very  clear  and  useful 
because  it  isolates  such  factors  as  physical  Impairment,  functional  limitation, 
and  work  disability.     It  is  not  sufficient  just  to  identify  the  disabled;  for 
this  study,  it  is  also  necessary  to  identify  those  with  functional  limitations 
in  certain  areas  in  order  to  plan  programs  for. them.    The  major  common  element 
in  most  surveys  is  the  effect  of  impairment  on  work  behavior,  and  for  that 
reason  we  focus  on  it  here.  r 

I 

The  Social  Security  terminology  focuses  on  the  term  "disability,"  which  Is 

'  rooted  In  a  physical  or  mental  Impairment.    An  Impairment  Is  a  defect  which  comes 

as  a  consequence  of  disease,  accident,  or  abnormal  birth.     Examples  of  physical' 

impairments  Include  muscle  atrophy  following  a  stroke,  paralysis  following  an 

'  .       .    ,  ,  .  .  ..  2 

accident , 


or  brain  aEmage  coming  as  a  result  of  abnormal  birth. 


Ti    Lawrence  D.  Haber.  IdentlfylnK  the  Disabled;  Concepts  and  Methods  In 
the  Measurement  of  Disability.  Report  No.  1,  Social  Security  Survey  of  the 
Disabled:  1966  (DHEW,  1967).  -f 

2.     This  sequence  Is  not  clear  In  the  case  of  mental  impairments.  For 
example.  It  Is  not  clear  that  schizophrenia  Is  a  disease  which  causes  certain 
behavior  Impairments,  as  opposed  to  being  a  catchall  label  which  conveniently 
deacrib^a  people  whp  are  in  some  way  different  from  a  prescribed  norm. 
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A  physical  impairment  might  lead        functional  limitations,  that  is,  to 
restrictions  or  losses  in  physical  activities  such  as  walking,  lifting,  dressing 
or  eating.    These  functional  limitations  i^^tum  might  cause  restriction  of 
normal  activity  such  as  going  outside  the  hotne  less  frequently,  working  less 
than  full  time,  or  quitting  work  altogether.    The  activity  limitations  impinge 
upon  a  person's  ability  to  perform  a  particular  role,*  for  example,  the  roles 
of  mother  or  father,  housewife,  or  worker. 

Disability  is' defined  as  the  inability  to  perform  a  certain  role.  The 
Social  Security  Survey  concentrated  upon  work  disability;  more  specifically, 
long  term  disability  was  defined  as  "a  limitation  in  the  kind  or  amount  of 

work  (or  housework)  resulting  from  a  chronic  health  condition  or:  impairment, 

3 

lasting  6  months  or  longer." 

For  the  purposes  of  comparative  statistical  analysis,  we"  have  chosen  to 

4  '  ° 

define  the  following  three  groups  of  vocationally  disabled. people:  ^ 

1.  Most  Severely  Disabled — Those  individuals  who  reported  that  their 
health  kept  them  from  working  at  all  and  who  actually  were  not  in 
the  labor  force  during  the  year  prior  to  the  survey,  or  who  haa 
become  permanently  disabled  during  that  year.^ 

2.  Severely  Disabled  —  Those  individuals  with  a  health  condition  which 


3.  Kathryn  H.  Allan  and  Mildred  E.  Cinsky,  General  Characteristics  of  the 
Disabled  Population,  Report  No.  19,*  Social  Security  Survey  of  the  Disabled:  1966 
(DHEW,  1972),  p.  2. 

4.  This  analyaiQ  deals  only  with  the  noninotitutionol  population  18  jLo  64 
years  of  age;  other  sections  of  the  study  will  deal  with  children,  old  people, 
and  the  institutionalized  populations. 

5.  More  specifically,  the  respondents  must  have  had  a  healj:h  condition 
which  prevented  them  from  working  for  at  least  a  year  prior  to  the  survey;  they 
must  not  have  been  looking  for  work  at  the  time  of  the  survey;  and  they  must 
not  have  expected  to  work  in  the  year  subsequent  to  the  survey.    Or,  if  they  had 
become  disabled  within  the  year  prior  to  the  survey  (less  than  1  percent  of  the 
individuals  most  severely  handicapped),  they  must  have  responded  that  they  (a) 
did  not  expect  to  work  for  the  duration  of  the  survey  year  or  (b)  were  receiving 
Social  Security  or  APTD  payments  because  of  disability. 
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allowed  them  to  Wbrk  but  only  occasionally  or  irregularly.  This  group 
also  includes  those  persons  who  had  said  that  their  health  prevented 

\   them  from  working  but  who  did  not  satisfy  the  other  criteria  neces- 

j 

sary  to  be  considered  most  severely  disabled, 
3.     Partially  Disabled  —  Those  individuals  who  were  able  to  work  regu- 
larly but  had  a  health  condition  which  limited  the  amount  or  kind  of 
I  work  (including  housework)  they  could  do^ 

) 

DESCRIPTION  AND  RECONCILIATION  OF  PREVIOUS  SURVEY  ESTHIATES 
To  arrive  at  a  1975' estimate  for  the  number  of  disabled,  it  was  first 
necessary  to  make  a  comparison  of  estimates  from  the  existing  major  surveys. 
The  four  surveys  which  wei;e  used  are  describejl  in  more  detail  below.     Each  of 
these  surveys  gave  an  estimate  for  the  percentage  pf  the  population  which 
is  disabled,  shov^n  in  the  last  column  of  Table  4-2 •     These  estimates  are  quite 
different,  ranging  from  a  low  of  8.9  percent  from  the  Health  Interview  Survey 
to  a  high  of  17.2  perceri^  from  the  Survey  of  Disabled  Adults.  Furthermore, 
the  terminology  and  disability  categoriei^  used  in  the  analysis  below  will  be 
different  from  those  which  we  have  Just  defined,  since  each  survey  had  its 
own  ^et  of  definitions,  which  are  of  limited  comparability. 

Table  4-1  summarizes  the  estimates  of  the  total  disabled  population  and 
of  the  disabled  wiTh  complete  work  disability  from  four  surveys :     the  Social 

s 

Security  Survey  of  Disabled  Adults  (SDA),  the  National  Center  for  Health  Statis- 
tics Health  Interview  Survey  (HIS),  the  Ohio  Sta^te  Univ^erSity  Survey  of  Service 
Organizations  and  the  POI^ic  (OSU)^  and  the  1970  Census  of  Population  and  Housing, 
We  have  chosen  to  focus  on  estimates  derived  from  these  surveys,  because  these 
were  Judged  to  be  most  universal  and  most  in  conformity  with  the  definition 
of  disability  adopted  by  this  study. 
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Table  4-1 

r 

Estimates  of  the  Disabled  Population  of  Working  Age 
Derived  from  Alternative  Surveys,  by  Degree  of  Severity 

(in  millions)  ^  \ 


4 

All 

1^ 

Disabled 

Disabled  With 
Complete  Work 
Disability 

male 

female 

total 

male 

female  total 

Survey 

of  Disabled  Adults  (1966) 

9.3 

17.7  ' 

1.6 

2.1   •  3.7 

Census 

of  Population  (1970) 

6.4 

5.7 

12.1  . 

1.8 

2.8  4.6 

Health 

Interview  Survey  (1969-70> 

3.3 

4.3 

7.6 

1.8 

0.6  2.5 

Ohio  State  University  Survey  (1972) 

4.6 

7.4 

12.0 

2.5 

4.5  7.0 

Sources:     Urban  Institute  cross-tabulation  of  the  SDA  data  file  and  the  Census 
Public  Use  Sample  file;  U.S.  National  Center  for  Health  Statistics, 
Series  10,  No.  80,  Tables  1,  E;  Nagi,  "Disability  and  the  Severely 
Disabled,"  Table  7,  p.  35. 
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The  estimates  of  the  disabled  population  are  standardized  for  differences 
among  the  surveys  In  the*"  age  composition  of  the  population  bv-llmltlng  the 
numbers  displayed  In  Table  4-1  to  the  population  aged  18V^64.     We  address 
the  question  of  estimates  of  severely  disabled  populations  outside  this 
age  range  In  the  next  section  of  our  study. 

/  Table  4-1  reveals  that  the  estimates  of  the  total  disabled  population  range 

<  -  -  i  ■ 

from  a  high  of  17.7  million  persons  to  a  low  of  7.6  million  persons.    The  esti- 
mates of  the  severely  disabled  population  show  a  conslderabJ^y  smaller  amount 
of  variation,  ranging  between  2.5  million  and  7.0  million. 

Much  of  the  difference  among  surveys  In  their  estimates  of  the^  pa^5<^^ly 
disabled  stems  from  differences  In  survey  methodology.    The  largest  estimated 
were  derived  from  the  survey  (SDA)  that  employed  trained  Interviewers- ^ho  Inter- 
viewed the  disabled  persons  directly.    The  other  surveys  relied  on  either  mail 
surveys  (the  Census)  or  did  not  necessarily  Interview  the  disabled  person  direct! 
(the  Census,  the  HIS).    This  cpuld  have  resulted  In  an  underreporting  of  margin- 
ally  disabled  persons  by  other  members  of  the  family. 

Another  factor  that  may  f?^^  caused  variations  Is  the  difference  of  the 
time  at  wljlch  t|ie  surveys  .were  taken  and  the  resultant '  differences  In  population 
associated  with  these  time  differences.  In  order  to  standardize  for  this,  we 
have  also  summarized  disability  prevalence  rates  in  Table  4-2.   ^Prevalence  rates 
also  vary  considerably,  ranging  from^8.9  to  17.2  per  100  total  population  in 
the  relevant  age  range.  Again,  the  prevalence  rates  for  the  severely  flisabled 
display  considerably  less  variation,  ranging  from  2.2  per  J^OO  total  population 
to  6.3. 

Other  survey  differences  dn  def iqitions  and  methodology  are  discussed  in  , 
greater  detail  below. 
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The  Health  Interview  Survey 

In  the  National  Health  Survey,  of  which  the  Health  Interview  Survey  is 

a  part,  disability  is  defined  as  "any  temporary  or  long  tern  reduction  efe  a 

person's  activity  as  a  result  of  an  ^cute  or  chronic  condition."^    For  our 

purposes,  the  most  significant  classification  is  between  levels  of  activity 

limitation  due  to  chronic  conditions.^    These  four  categories  are:   (1)  persons 

unable  to  carry  on  major  activity  for  their  group,  major  activity  referring 

to  ability  to  work,  keep  house,  or  engage  in  school  or  preschool  activities; 

(2)  persons  limited  in  amount  or  kind  of  major  activity  performed;   (3)  persons 

not  limited  in  major  activity  but  otherwise  limited;  and,  (A)  persons  not  limited 
8 

in  activities.  / 

Separate  data  are  collected  on  those  who  indicate  some  mobility  limitation. 
In  1970,  the  HIS  estimated  that  8.9  percent  of  the  population  aged  17  to  6A 
years  are  disabled;  of  this  group,  2.2 'percent  are  completely  disabled. 

The  HIS  has  several  Important  limitations  when  it  comes  to  estimation 
of  the  disabled  population.  One  is  that  it  undercounts  the  number  of  disabled 
women.     In  HIS,  a  person  is  asked  questions  about  limitation  in  his  or  h^r 
major  activity,  and  major  activity  is  defined  as  the  activity  the  person  did 
most  during  the  preceding  12  months.     For  men,  there  are  two  possible  major 
activities,  working  and  doing  something  else.     For  women,  there  are  three  pos- 
sible responses:    working,  doing  something  else,  and  doing  housework. 


6.  Charles  S.  Wilder,  Limitation  of  Activity  of  Mobility  Due  ,to  Chronic 
Conditions,  Series  10,  No.  96,  National  Health  Survey  (DHEW,  197A),  p.  51. 

7.  The  health  conditibns  must  have  been  of  at'  least  3  months  duration 
at  the  time  of  the  survey  or  ha^e  been  one  of  a  number  of  conditions  always 
considered  to  bfe  chronic. 

0.     Note  that  HIS  disability  categories  do  not  correspond  to  the  ones 
we  have  adopted  in  this  study.  %     '  ^  ' 
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If  a  worAan  had  become  disabled  more  than  one  year  prior  to  the  survey 

and  had  quit  her  Job  (or  given  up  looking  foria  Job),  she  might  have  stayed 

home  and  done  housework.    In  that  case,  the  survey  would  have  asked  if  her 

health  limited  her  ability  to  do  houad&ork.    She  could  have  replied  negatively, 

even  though  she  may  have  had  a  work-related  disability;  hence,  t|4^s  work-related 

disability  would  not  have  been  picked  up  by  the  survey.    iBy  contrast,  the  SDA 

asked  all  women  if  their  health  limited  the  amount  or  kind  of  work  they  could 

do.  j' 

Table  4-3  gives  the  HIS  and  SDA. estimates  for  men  and  women  who  were  un- 

9 

able  to  work  because  of  a  health  condition  isrl966.      While  the  SDA  total  is 

"  L 

over  twice  the  HIS  total,  most  of  that  discre|k^^y  is  accounted  for  by  women. 


Table  4-3 

U.S.  Civilian  Nonr-Institutional  Population  Unable' to  Work 
of  Health  Condition  j,/ ,  18-64  TJ  Years  of  Age,  1966:  HIS 

(in  thousands) 

Because 
and  SDA 

HIS 

SDA 

Total 

1,523. 

3,717 

Men 

1,142 

1,610 

Women 

381 

2,107 

1.  HIS  data  include  some  women  unable  to  do  housework;  SDA* data  include  only 
those  unable  to  work  at  Jobs  outside*  the  house.     In  SDA,  women  who  dould 
not  do  housework  were  included  among  those  with  a  "secondary  work  disabili- 
ty," a  category  within 'partial  disability.     HIS  data  are  for  disabilities 

of  at  least  3  months  duration;  SDA  are  for  disabilities  of  nrore  than  6  months 
duration.  ^ 

2.  HIS  data  include  17-year-olds. 

Sources:     HIS:     National  Center  for  Health  Statistids,  Report  tf61.  Series  10, 
July  1965-June  1967,  Table  1. 
SDA-     Report  #19^,  Table  E.  -  '  ^ 

9.     The  comparison  was  made  for  people  who  were  unable  to  work  because  this 
is  a  more  unambiguous  category  than  partial  dioability.     Furthermore,  as  ylll  be 
described  below,  there  are  reasons  to  believa  that  the  SDA  was  much  more  thorough 
than  the  HIS  in  its  estimation  of  the  par^'  ^Hv  disabled. 
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The  second  HIS  limitation  is  the  use  of  a  rather  broad  questionnaire  whicl> 
covens  a  number  of  health-^related  areas,  such  as  the  presence  of  acute  health 
conditions,  number  oL  Joctor  or  dentist  visits,  types  of  treatment  undergone. 
Eyeryone,  disabled  or  not,  is  asked  all  the  questions.     It  can  be  argued  that 
the  more  focused  a  survey  is  on  a  particular  subject,,  the  more  accurate  the 
information  it  will  produce  on  that  subject. 

Finally,  ip  earlier  years  the  HIS  relied  on  what  is  knovm  as  the  "condition 
approach,"  whereby  a  person  was  asked  about  limitations  in  activity  only  if  he 
first  stated  that  he  had  a  chronic  health  condition.     Anyone  who  did  not  have 
a  chronic  condition  was  never  given  the  opportunity  to  state  that  he  was  limit- 
ed in-  activity. '  "  c 
1970  Census 


The  1970  Census  of  Population  and  Housing  included  three  questions  related 
to  disability.     This  was  the  first  year  that  the  Cfjnsus  included  questions 


n  disability,  an^  while  this  was  an  Important  advance  over  previous  censuses, 
the  wording  of  the  questions  unfortunately  was  ambiguous,  as  discussed  below. 
Census  data  on  disability  had  tw^  categories:     (1)  those  with  a  health  or  phys- 
ical condition  limiting  the  kind  or  amount  of  work  they  could  do  at  a  J  oh  were 
classified  as  having  "partial  work  disability";  and  (2)  those  whose  health 

o 

Io"i     The  NCHS,  aware  of  this  shortcoming,  changed  the  UlS  quest ioi^aire 
beginning  in  1967  and  1968,  so  that  a  person  is  now  asked  first  if  he  hao  had 
to  restrict  his  nctivity  ao  a  result  of  a  health  condition,  and  then  io  asked  ► 
to  identify  the  health  condition  which  caused  the  activity  limitation.  After 
this  change  was  made  in  the  questionnaire,  the  percentage  of  people  reported 
ao  limited  in  their  major  activity  increased,  and  at  least  for  men,  the  HIS 
figures  became  more  comparable  to  the  SDA  figures.  •  National  Center  for  Health 
Statistics,  Limitation  of  Activity  Due  to  Chronic  Conditions.  United  States, 
1969  and  1970,  Series,  10,  No.  80,  National  Health  Survey  (DHEVJ,  1973),  pp. 

also.  Interviewing  Methods  in  the  Health  Interview  Survey,  Series  No. 
A8  (DHEW,  1972)  ,  pp.  1-6.  ' 
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or  physical  condition  kept  themif from  holding  any  job  at  all  were  classified  . 

11  •  ' 

as  having  a  "complete  work  disability." 

The  Census  found  that  in  1970,  9.9  percent  of  the  poptilation  aged  18  to 
64  were  disabled,  and  4^1  percent  were  severely  disabled  (Table  4-2). 

there  were  two  Important  limitations  in  the  Census  estimates  of  the  number 
of  disabled  people: 

1.  The  questionnaire  itself  was  very  long  and  dealt  with  a*  number  of 
different  areas.    As  noted  above,  this  may  have  biased  the  estimates  for 
the  number  o^  disabled  people  downward. 

2.  The  Census  question  relating  to  severity  of  disability  was  very  ambig- 
uous:    "Does  his  health  or  physical  condition  keep  hlm^from  holding  any  job 

at  all?"  '  \  ^  * 

■    ■    '  '  V  ^ 

This  last  could  be  interpreted  as  meaning,  "Is  ther«  any  job  that  he  cannot 
do  because  of  his  health  or  physical  condition?"  rather  ^an  "Dbes  his  health 
keep  him,  from  worlSing  altogether?"  (which  was  the  intended  meaning  of  the  ques- 
tion)  .     Many  of  the  'partially  disabled  could  have  answered  this  ciuestion  affirm- 
atively and  would  have  been  classified  as  completely  rather  than  partially 
disabled.    Accordingly,  Census  data  may  have  under estimatyld  the  total  number  ^ 
of  disabled  people  but  overestimated  the  numljer  of  completely  disabled.  A 
Cjpmparison  of  Census  and  SDA  data  is  consistent  with  this  hjrpothesi^ 

When  lopked^t  more  closely,  the  difference  between  the  two  surveys'  esti- 
mates^ for  those  unable  to  work  is  accounted  for  in  large  measure^  by  white  women  * 

12  ' 
aged  50-64.      Further  research  would  be  necessary  to  determine  exactly  why  the 

data  are  so  different  for  this  particui^  group  of  women. 


.  11,.*  It  should- be  clear  that  the  CcTnsus  disability' categories  ere  s6mewiia;t  | 
different  from  the  ones  we  liave  adopted  in^this  study.  Those  differences  shdtll^J^ 
be  kept  in  mind  when  reading  the  description  of  Census  data*.  '        *  V 

'12*     Michaer Arnow,  "lEstipiates  of  Disabled  Population  for  1^^"  unjJttbi|/i;hed 
paper  prepared  for  the  Urban  Institute  Compren'eiisive  Needs  Study,  pp#  28^^0n 
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.      .       .    •  y  cr 

•■  •  - ,  J 

Ohio  State  University  Sury^ey  of  Service  Organizations  and  the  Public 

Unlike  the  HIS  and  the  Census,  the  OSU  Survey  concentrated  entirely  upon 

disability,  which  was  Viewed  according  to  two  scales:     (1)  a  scale  of  work 

^    ■  ■  ■ 

disability,  and  (2)  a' scale  of  independent  living  disability.    "The^  first  scale 
was  based  op  reSponfies  to  questions  concerning  work  statue  and  work  limitations 
Probes  in  work  h^jStories  sought  additional  information  about  change  in  jobs  or 
work  settings  b/icause  of  disability,  and  adjustments  made  by  employers  or 
workers  to  accommodate  limitations  in  activities.    Similarly,  information  was 
sought  abgiit  the  degree  to  which  respondents  considered  themselves  homebound 


or  neediiig  assistance  in  mobility  and  in  other  activities  involved  in  non- 

f  13 
instlifutional  living."  •  , 

r  •  •  •  ' 

/  The  OSU  Survey  found  that  10,,7  percent  of  the  population  had  a  work  disa- 
bility, including  6.3  percent  who  were  severely  disabled'^^  (Table  4-2).     In  addi- 
tion,  it  found  that  11.6  percent  of  the  population  had  limitations  in  independent 
living,  and  5.3  percent  needed  assistance  either  for  mobility  or  personal  care."^^ 

Since  the^SU  Survey  concentrated  ei^tirely  on  disability,  it  did  not  suffer^ 
trom  the  problem'  of  having  many  unrelated  topics  on  'th6  questionnaire,  a^sVid  the 
HIS  and  the  Census.  The  OSU  still  gave  estimates  which  were  quite  different  from 
SDA  (much  higher  for  completely  disabled  and  much  lower  for  partially  disabled) . 

The  major  difficulty  with  tliis  survey  is  its  size.    While  for  statistic^^ 
purposes  it  is  representative,  there  were  a  little  over  5,000  respondents  to 
the  survey,  556  of  whom  were  disabled  (of  which  334  were  seVerely\disabled) . 


Sadd  Z.  Nagi,  "An  Bpidemiology  of  Disability,"  unpublished  (Ohio  ^State  ' 
University,  5973),  pp.  12-13.  .  .  ' 

14.  Thl|j3  category,  also  called  "vocationally  disabled,"  includes  persons 
who  were  out  of  the  labor  market -due  to  disability  (Including  housewives  un^le 
to  do  tiousework)  ,  and  a  small  number  of  ^persons  who '^Tfere  working  on  a  limited, 
part-time  basis.     Note  that  OSU^s  disability  definitions  are  dif^^^^t  frdm^  those 
used  in  pur  study.     *^  . 

15.  Saad  Z.  Nagi,  "Tabulations  froip  OSU  Disability  Survey,"  unpublished,  1972. 
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Survey  of  Disabled  Adults  (SPA)  of  the  Social  Security  Administration 

the  Survey  of  Disabled  A4ults  (SDA)  was  conducted  in  1966  by  the  Social  Secu- 

rity  Administration  on  the  civilian  non- institutionalized  pppulation  of  working  ag 

The  sample  was  taken  from* a  243  first-stage  area  design^  cottibining  the 
Census  Bureau's  Itonthly  Labor  Survey  (MLS)  and  Current  Population  Survey 
(CPS)  primary  sampling  units.    About  30,000  households  were  selected  from  7 
population  frames,  including  .18,000^ from  the  CPS  and  MLS,  2,000  Social 
Security  Disability  Insurance  beneficiaries,  1,700  persons  receiving  Aid 
to  Permanently  and  Totally^isabled,.  and  8,000  persons  whose  applications 
for  Social  Security  Di^a^^^lity  Insurance  benefits  had  been  denied .16/ 

A  numbei:  of  reports  on  this  survey  have  bee5^  published;  in  addition  to 
presenting  data  from  the  survey,  they  describe  in  detail  the  methodology  used. 
A  followup  was  .cpnducted  in  1972,  but  results  are  not  yet  available  from  this 
survey *i  *  . 

As  Table  4-2  shows,  the  SDA  gave  the  highest  estimates  for  the  number 'of 
disabled:    17.2  percent  pf  the'popi^ation,  including  3.6  percent  who  were  com- 
pletely unable  to  work. 

: ^ On  the  basis  of  the  SDA,  Social  Security' estimated  that  17.8  million  of 
the  noninstitutionalized  persons  between  18  and  64  were  disabled  for  longer 
than  '6  months  in  19^6.     The  total  included  6.1  million  persons  (5.9  percent 
of  the  population)  classified  as  severely  disabled.     0^  this  group  3.7  njillion, 
or  3.6  percent  of  the  population,  were  unable  to  work  at  all.  Another  5  hnillion 

L 

persons  (4.9  percent  of  the  population)  were  occupationally  disabled,  defined 
as  being  unable  to  work  at  the  job  heldlpr^or  to  onset  of  disability  or  unable 
tOJ^work  full^lme*     Another  6.6  mlllionf  persons  (6.4  percent  of  the  population) 
had  secpndary  work  limitations,  defined  as  able  to  work  full  time  regularly 

.      -  •  I 

but  with  limitations  in  tlie  kiird-^r  amount  of /wqrk  they  could  perform. 


16.     Allan  and  Cineky,  General  Characteristics,  p.  21 v 
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The  detailed  analysis  of  the  four  surveys,  , which  is  outlined  above, 
indicates  that  the  wide  differences  in  estimates  ar^  due  primarily  to  differ- 
ences in  methoddlbgy  and  definitions.     This  is  .true  ^not  only  for  the  estimates 
of  all  disabled,  but  for  the  estimates  of  the  severely  disabled  as  well. 

In  Tables  4-1  and  4-2,  the  category  '^complete  work  disability"  was  used  as 
a  lowest  common  denominator  for  comparing  files.    Methodological  differences 
made  a  more  exact  comparison  Impossible.     For  example,  the  OSU  estimate  in 
column  5  of  Table  4-2  includes  some  people  who  workied  irrefeulariy,  while  the 
SDA  estimate  does  not.*    Similarly,  the  HIS  estjfmate  includes  women  unable  to 
g^tform  housework,  while  the  Census  does  not.     The  SDA  for  its  part,  classifies 
these  women  as  "partially  disabled."    The  cojiclusfSli  to  be  drawn  from  Tables 
4-1  and  4-2  is  that  even  when  the  categories  of  least  severity  are  stripped 
away,  when  one'  tries  to  identify  some  basic  group  of  disabled  the  various  esti- 
mates differ  substantially.    Because  of  this  fact,  it  was  necessary  to  accept 
one  estimate  as  more  accurate  than  the  others.     The  rationale  for  choosing 
the  SDA  is  summarized  below. 

r 

Rationale  for  the  Choice  of  Data  Filie 

17 » 

There  are  a  number  of  reasons  for  prefe^^ijig  the  SDA      to  the  other  surveys 
discussed  above. 

First,  the  SDA  used  a  rfhort  screening  fGrm.     It  contained  only  four  ques- 
tions, all  direct  and  unambiguous,  and  all  related  only  to  disability. 


17.     Although  data  from  th^  Social  Security  Survey  are  used  in  this  report, 
our  disability  categories  are  gtduped  somewhat  differently; 

(1)  Two  SSA  groups — "occupational  disabled"  and  "seoondary  work  limi- 
tations"— have  been  put  togethejf  into  one  category,  "partial  disability." 

(2)  Of  those  called  "severely  disabled"  by  Social  Security,  those  people 
who  actually  were  not  in  the  idbor  market  have  been  defined  as  individuals  most 
severely  .disabled.     Those  remaining  are  still  called  "severely  disabled."  For 
more  specific  details,  see  footnote  5. 
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Second,  the  screening  form  was  mailed  ^ut,^  rather  ^an  being  brought  to 
the  respondent  in  person  (as  was  the  case  with  HIS  and  OSU) .     This  may  seem 
to  bp  a  disadvantage,  but  in  the  months  prior  to  conducting  the  survey,  the 


Sofeial  Security  Administration  conducted  a  number  of  tests  and  found  that  a 
mail  questiotmaire  gave  more  accurate  results  than  a  personal  interview  for  the 
initial  identification  of  the  disabled. 

Third,  the  Social  Security  Administration* purposely  oversampled  certain 
groups  which  contained  very  high  proportions  of  disabled  persons  (OASDHI  bene- 
ficiaries; persons  receiving  public  assistance. because  of  disability;  persons 
whose  applications  for  OASDHI  disability  benefits  had  been  denied).-  These 
groups  were  then  assigned  weights  which  would  give  corresponding  population 
values  of  correct  magnitude.     It  was  important  to  survey  these  groups  because 
a  strictly  random  sample  of  the  population  would  have  identified  relatively 
few  disabled  people,  and  sampling  error  alone  could  have  seriously  biased  the 
estimates*  ^ 

EaTIMATING  THE  DISABLED  POPULATION  FDR  1975  ^ 
The  SDA  was  used,  for  reasons  outlined  above,  to  obtain  estimates  for  the 
number  of  disabled  persons.     Since  data  a^e  not  yet  available  for  the  more 
recent  versions  of  the  *SDA,  it  was  necessary  to  use  the  1966  survey  and  to 
then  update  it. 

k 

Of  the  major  data  sources  reviewed  here,  only  the  Health  Interview  Survey 

'  **  ' 
has  been  conducted  repeatedly  over  a  period  of  years.     The  other  surveys 

■A  */ 

give  estimates  which  are  very  different  irom^ne  another^  not  only  because  of 
different  time  frames  but  because  of  differences  in  definitions  and  methodol- 

«  i 

ogy  as  well*  Because  of  this,  these  sur^ys  cannot  be-  used  together  to  measure 
changes  over  time  in  the  disabled  pppulation. 
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Despite  the  fact  that  the  HIS  cannot  be  counted  on  to  provide  realistic 
estimates  of-  the  number  of  disabled  people,  it  can  be  used  to  examino^whether 
the  disabled  population  has  chdnged  over  time.    The  key  assumption  to  this 
method  is  that  any  other  survey  conducted  consistently  over  time  would  have 
shown  the  same  trend  as  that  shown  by  HIS. 

The  1975  estimates  for  the  disabled  population  have  been  derived  by  taking 

1966  prevalence  rates  from  the  SDA  and  updating  them  on  the  basis  of  linear 

18 

extrapolation  of  HIS  data. 

Level  and  Prevalence  of  Disability 

'    The  Urban  Institute  estimates  that  in  1975  there  are  A. 2  million  most  severely 

\  19 
disabl^  individuals  aged  18  to  6A  (see  Table  A-A) .      This  woul.d  constitute  3. A 

percent  of  the  populatioi^n  that  age  group.    The  number  of  severely  disabled 

and  the  partially  disabled  wbuld  be  3.9  million  and  15.2  million,  respectively. 

Altogether,  the  disabled  (of  1^1  degrees  of  severity)  in  this  age  group  would 

amount  to  23.3  million  people,  or  18.7  percent  of  the  population. 

If  one  wished  to  include  people  over  the  age  of  65,  the  estimate  of  most 

severely  disabled  would  be  roughly  8  million.    This  figure  is  arrived  at  by 

adding  an  estimate  of  3.9  million  persons  over  65  who  are  substantially  or 

severely  limited  in  their  physical  performance  (derived  from  the  OSU  Survey) 

20 

to  the  A, 2  million  most  severely  disabled  aged  18-6A.  * 


18^     For  details  of  the  extrapolation  technique,  see  Arnow,  "Estimates 
of  the  Disabled  Population  for  1975,"  pp.  35-38., 

19.     Estimates  in  this  section  refer  to  Individuals  who  have  been 
disabled  for  longer  than  6  months.  • 

'20.     Nagi  estimates  that  approximately  51.5  percent  of  the  population 
age  i8  or  more  that  is  eitjtier  substd^ntially  or  severely  limited  in  physical 
performanc6  is  in  the  18-6A  y^ar  old  bracket.    The  adjusted  estimate  is 
arrived  at'by  adjusting  the  -estimated  A. 2  million  most  severely  disabled 
upward  according  to.  this  percentage.     See  Saad  Z.  Nagi,  "Disability  and  the 
.Severely  Disabled:  Concepts  and  Prevalence,"  unpublished  pAper. prepared  for 
the  Urban  Institute  Comprehensive  Needs  Study,  1975.^^ 
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In  addition,  one  could  aidd  an  additional  188  thousand  to  this  number  If 

one  wanted  to. include  most  severely  disabled  individuals  who  are  b  the 
21 ' 

age' of  18.      This  estimate  is  arrived  at  from  the  0.2  percent  of  the  population 

below  the  age  of  17  unable  to  perform  in  their  major  activity  (usually  school 

22 

enrollment  for  this  age  group) . 

Functional  Loss  ,  .  - 

The  set  of  functional  limitation  classes  was  established  for  this  study, 
based  on  the  claesif ication  scheme  used  by  Social  Security's  Survey.  Among 
the  most  severely  disabled  aged  18  to  6A,  a  high  proportion  (o>fer  50  percent) 
have  severe  functional  loss  or  are  functionally  dependent  (Table  4-5).  Not 
surprisingly,  the  severity  of  functional  loss  increases  drastically  as  one 
goes  from  partial  to  most  severe  disability  (Table  4-6"^. 
Age,  Race,  and  Sex  Composition  of  Disabled  Population 

The  severely  disabled  and  most  severely  disabled  who  were  18  to  64  years 
old  had  a  higher  proportion  of  women  than  the  comparable  partially  disabled 
sample  (Table  4-7)  .     The  proportion  of  nonwhite  men  was  about  the  same  for  all 
severity  groups,  but  the  proportion  of  nonwhite  women  was  higher  in'  the  two 
severe  groups;  thus,  the  total  pro^rtion'of  nonwhites  was  higher  in  these 
two  groups. 

The  prevalence  of  disability  was  higher  for  older  people  (Table  4-8). 
Geographic  Distribution  of  Disabled  Population^^"^^^ 

The  1966  Survey  of  Disabled  Adults  and  the  1970  Census  showed  similar 
distributions  of  noninstitutionalized  disabled  persons  by  geographic  region  ^ 
(Table  4-9)  .     This  similarity  is  evident  both  for  the  total  number  of  disabled 


21.  Ibid . ,  Table  14;  and  U.S., .Bureau  of  the  Census,  Current  Population 
Report,  Series  P-25,  No.  539. 

22.  Ibid. 
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Table  4-4 

Estimates  of  Nonlnstltutlonallzed  Disabled 
Population,  Aged  18  to  64,  for  July  1,  1975  \l 


Number  in     -  . 

Total  U.S.  Population 

124,800 

100.0  ' 

Total  Disabled  Population 

23,300 

18.7 

Most  Severely  Disabled 

'4,200 

3.4  ' 

Severely  Disabled 

3,900 

"  >  ^  3.1 

Partially  Disabled 

15,200 

12.2 

For  Definitions  and  Methodology,  see  Text. 

Source:    Urban  Institute  cross-tabulation  of  Social  Security  1966  Survey  of 
Disabled  Adults,  updated  by  same  method^  described  in  Arnow,  "Estimates  of 
Disabled  Population  for  1975,"  section  on  methodology. 


fable  4-5 

Functional  Limitations  of  the  Individuals,  Aged  18  to  64, 
Who  Are  Most  Severely  Disabled,  Estlmate^d  for 
July  1,  1975  U 


Number  in 


C3 

thousands 

Percent 

Total  Moat  Severely  Disabled 

4,200 

100.0 

^uj^tionally  Dependent 

1,798 

42.8 

Severe'  Functional  Loss 

521 

12.4'' 

Moderate  Functional  Looo 

1,096 

26.1 

Minor  functional  Loss 

554 

13.2 

Loss  not  specified 

'  231 

5.5 

1.    For  Definitions  and  Methodology,  see  Text. 
Source:     See  Table  4-4. 
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Table  4-6 

Functional  Lloiltations  of  the  Disabled:    Number  (in  thousands) 
and  Percent  of  Disability  Group  with  Given  Functional  Loss 


 ^ — — 

W  D 

I  5  A  B 

I  L  I 

T  Y 

Most 

Severe 

Severe 

Partial 

N 

% 

N 

Z 

N 

% 

Functionally  dependent 

-  ' 1798 

LO  ^ 

•  O 

718 

18.4 

1414 

9.3 

"'Severe  functional  loss 

521 

12.4 

429 

11.0 

973 

6.4 

Moderate  functional  loss  1096 

26.1 

1244 

31.9 

4545 

29.9 

Minor  functional  loss 

554 

13.2 

994 

25.5 

4210 

27.7 

Loss  not  specified 

231 

5.5 

515 

13.2 

4058 

26.  / 

Total 

4200 

100.0 

3900 

100.0 

15200 

100.0 

Source:     See  Table  4-4. 

• 

* 

Table 

4-7 

Race-Sex  Distribution  of  Disabled,  by  Disability  Group 
(numbers  in,  thousands)  1/ 

D 

I  S  A  B 

I  L  I 

T  Y 

^st 

Severe 

Severe  " 

Partial 

% 

N 

% 

N 

% 

White  female 

1974 

47 

1950 

50 

« 

■  6232 

41 

White  male 

1428 

34 

1131 

29 

6992 

46 

Nonvhite  female 

504 

12 

585 

15 

1064 

7 

Nonvhite  male 

294 

7 

273 

7 

912 

6 

Total 

4200 

100 

3939 

100 

1520a 

100 

1.    Column  numbers  may  exceed  total  due  to  rounding. 
Source:    See  Table  4-4. 
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Table  4-8 

Percent  of  Population  Disabled,  by  Age  and 
Disability  Categories,  Estimates  for  1975 

t 


D  I  S  A  B  I  L 

I  T  Y 

Most  Severe  Severe 

Partial 

17-44 

1.2  1.4 

7.5,.  . 

45-64 

^          7.4  6.1 

21.0 

/ 

Source:  "^Arnow,  "Estimates  of  Disabled  Population  for  1975 

i 
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Table  4-9 


Percentage  Distribution  of  Disabled  Population,  by  geographic  Region, 

1966  and  1970 


0 


1966 

SDA 

1970 

Census 

Disabled 

Most  Severe 

Disabled 

•» 

Unable  to  Work 

To  tal 

100.0 

100.0 

100.0 

100.0  r 

Mew  c«ng±£ina 

5.3 

5.1 

5.0 

4.4 

Middle  Atlantic 

'  15.5 

15.4 

16.0 

16.9 

East  North  Central 

18.4 

14.9 

18.6 

17.0 

West  North  Central 

7.7 

5.6 

7.5 

6.4 

South  Atlantic 

18.9 

22.1  ' 

16.6 

18.3 

Eaat  South  Central 

9.4 

12.0 

7.6 

.9.3 

West  South  Central 

9.1 

10.1 

10.3 

10.9 

Mountain 

2.6 

1.9 

4.1 

3.6 

Pacific 

13.1 

12.9 

13.9 

13.2 

Source:     Survey  of  Disabled  Adults;  Urban  Institute  cross-tabulation;  Census^ 

General  and  Economic  Characteristics.  United  States  Summary.  AC(1)-C1,  Table  r^ij.^  , 

/ 
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and  for  the  most  severely  disabled.    According  to  t>oth  datd  sources,  southern 
States  accounted  for  a  higher  proportion  of  the  severely  disabled  than  the 
total  disabled. 

Individuals  who  are  most  severely  disabled  were  found  in  all  areas,  with 
certain  States,  especially  southern  ones,  containing  a  higher  concentration. 
In  five  States,  Alabama,  Arkansas,  Kentucky,  Mississippi  and  West  Virginia, 
the  concentration  of  iftost.  Severely  disabled  in  the  general  population  was 
at  least  half  again  as  much  as  tiiat  in  the  country  as  a  whole. 

Five  States  had  concentrations  of  lower  than  70  percent  o&  that  in  the 
Nation:  -Alaska^  Connecticut,  Hawaii,  Minnesota,  and  Wisconsin.     The  largest 
absolute  numbers  of  Che  most  severely  disabled  were  found,  of  ^Q^se,  in  the 
largest  States.     Four  of  these — California,  New  YojfE^  Pennsylvania,  and  Texas — 
accounted  for^nearly  30  percent  of  all  the  most  severely  disabled  (Tables  A-10 
and  A-11)  .  .  ^  - 

Type  of  Disabling  Condition 

Musculoskeletal  and  cardiovascular  disorders  were  responsible  for  disa-  ^ 
bility  in  the  cases  of  overdone-half  of  all  the  disabled  aged  18  to  6A,  as 
well  as  the  severely  disabled  and  most  severely  disabled  in  this  age  group 
(Table  4-12).  Respiratory  disorders  ranked  next  for  all  the  disabled,  but 
mental  disorders  and  nervous  system  disorders  ranked  next  for  the  severely 
and  most  severely  disabled. 

As  pointed  out  earlier,  there  are  maiiy  more  people  who  have  chronic  health 
conditionjb  than  there  are  disabled  people.    Table  4-13  presents  available  data 
on'the  number  of  people  with  selected  chronic  conditions.    Note  that  there 
is  no  total  ^iven  for  the  number  of  people  with  one  or  more  chronip  conditions, 
since  adding  up  all  of  the  figures  giVen  in  the* table  would  lead  to  serious 
problems  of  doublecounting. 
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Table -A-ld 

Individuals  Most  Severely  Disabled,  Percentage  Distribution 
by -State:     1975  estimates 


Percent 


United  States 


100 


Alaska    * 


Alabama  . 
Arizona  . 
Arkansas 


2.5 
'l.O 
1.6 


California  10. A 


Colorado 

Connecticut 

Delaware 


.8 

.9 

u 

.2 


District  of 
Columbia 


Florida   

Georgia  .   .   .    .  *  

Hawaii     .  ■ 

Idaho  .  '  ' 

Illinois 

Indiana  ^  - 

Iowa  

Kaqsa^   

Kentucky   

Louisiana   

Maine   

Maryland   ^  •  ^ 

Massachusetts   ;   2.2 

Michigan   ^-1 

Minnesota   1^-2 

Mississippi   1-8 

Missour  i     .   .  ^   2.5 

Montana   •   •    •  • 


.5 
>.0 
3.1 
.2 
.3 
A. 6 
2.1 
1.0 
.9 
2. A 
2.5 
.5 


Nebraslca  .  .  . 
Nevada  .  .  .  . 
New  Hampshire 


Percent 


.5 
.2 
.3 


New  Jersey  r  2.  7 


New  Mexico  .  . 
New  York  ^.  .  . 
North  Carolina 
North  Dakota  . 

Ohio  

Oklahoma  .  .  . 
Oregon  .  .  . 
Pennsylvania 
KRode  Island  . 
'^outh  Carolina 
South  Dakota  . 
Tennessee  .  • 
Texas     .   .   .  - 

Utah  

Vermont     .   .  . 

•  Virginia    2.3 

Washington   ^-^ 

West  Virginia 
VJisconsin 
'VJyoming     .  . 


*Les8  than  0.1  percent  ^ 

Source:     Percentages  computed  according  to  Census  (see  Table  A-2) 


.5 
8.3 
3.2 
.2 
A. 9 
1-7 
1.0 
5.9 
.A 
1.8 
.  2 
2.6 
5.1 
.A 
.2 


1.6 
l.A 
.1 


ERLC 


96 
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Table  4-11 

Number  of  Most  Severely  pisabled  by  State- 
1975  Estimates  (in  thousands) 


United'  States 


Number 


4,200 


Niimber 


105 
21 

71 
92 
-^72 

,  50 
76 
105 

13 

21 
^  8 

13 
.  113 

21 
34-9 
134 


Number 


North  Dakota" 
Ohio  .... 
Oklahoma"  .  . 
Oregon  *.    .  . 
Pennsylvania 

Rhode  Island 
South  Carolina 
)    South  Dakota  • 
Tennessee     .  . 


 8 — ~ 

206 
71- 

248 
17 

76  . 
'  8 
109 

214 
17 

97 

-  63 
67  ' 
59 


Alaska-    .  .* 

Alabama  -  . 

, -Arizona  .  . 

Arkansas  . 

California 

Colo^do 

Connecticut 

Delaware  '  • 

District  of 
Columbia 

Florida 

Georgia  • 

Hawaii  • 

Idaho  .  . 

Illinois 

^Indiana  . 

Iowa    .    .  i 

Kansas    .  . 


.  105 
.  42 
.  67 

437 
34 
38 
8 


21 
168 
130 
8 
13 
l93 
88 
42 
38 


Kentucky  ^  .  . 
Louisiana  .  \ 
-  Maine  .  .  r .  . 
Maryland  .  .  . 
Massachusetts 
Michigan  %  »  • 

'  '    c  ■ 

Minnesota-'  ■  ■ 
Mississippi 
Missouri  •   •  • 

Montana  ... 
Nebraska  ■  ■  ■ 
Nevada  -  -  ■  ■ 
New  Hampshire 
tijew  Jersey  .  . 
New  IJexico  .  . 
New  York  .  .  . 
North  Carolina 


Texas 
Utah  . 


Vermont  .  . 
Virginia  .  . 
Washington  . 
West  Virginia 
Wisconsin  . 
Wyoming     .  . 


*Less  than  0.1  percent  of  the  total 


toitf 
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Table  A-12 


Percent  of  Disabled  Population,  Aged  Ifi  to  6A,  wi^h  Given 
Major  Disabling 'conditions,  1966 


Major  Disabling  Condition 


Most  Severely  Disabled 
and  Severely ^Disabled 


Disabled,  Total 


TOTAL  Percent  .  loo.o  . 


Arthritis,  rheumatism,  and  other 


musculoskeletal ^idisorders  25.2      .  J 


Cardiovascular  disorders     .'  ^.  .  25.8 


IDO.O 

r 

30.9 
24.8 


Respixatory-related  disorders   8.7   LI.  2 

Digestive  disorders  ..  .  5.5  


Mental  disorders  r   9.9  . 

Nervous  system  disorders   9.6  . 

Neoplasms  .   -   .   .\*   2.7  . 

Urogenital^ conditions  ....  .   .   .  *^Y^^^2.8  » 

Diabetes   3.0  . 

Visual  impairment  .   ^|2.5  „ 

Other  and  unspecified  conditions    4.3  . 


6.3 
5.2 
1.7 
2.5 
2-7 
2.4 
4.v9 


Spurce:    Allan  and  Cinsky,  General  Characteristics,  p.  27, 
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^  Table  A-13  *  ^  . 

Prevalence  of  Selected  Chronic  Cohditions 


—  -  -Type  of~Coad4t-4eB-  ^      ^    .     .  .    Number -of  Persons  ^ 

/  .  '        (in  millions) 


Digestive  ......                                   .   .   ,   .   ^.   .   .  17.1 

Respiratory  «  s   .*  A6.9 

Skin  —   25.2 

/   -  . 

Musculoskeletal  (maitily  arthritis)   25  .^A 

Circulatory,  .V   36.5 

Visual  ^  i   9.6 

Hearing  \.   .  <'  .\  ]^ .  5 

Speech  ^defects  :*  .   1.3 

Paralysis,  complete  or  partial        .    .    .  ^.  \       .    .   .    /  .  l.A 


Absence  of  *  extremities ,  all  sites  ^,  .........    .  ^1.0 

Other  impaj^rments          imbs,  back,   tirunk,                 .  , 
all  sites     .   .   .   .   .\   IS. 8 


c  ^ 


All  other  impairments  (includes  .mental 
retardation;  absence,  certaiir  other 
sites;  other  deformities)   -  5.6 

Cancer   1.0 


2 


Source:     Cancer:     American  Cancjer  Society,   '75  Cancer  Facts  and  Figures, 
<The  Society,-  197A),  p.  3.' 
/     '  All  others:     U.S.  National  Center  for  Health  Statistics,  Pubiicaticki 

*  Series  10,  No.   83  (Digestive),  No.  8A  (Respira^fory) ,  No.  92 

(Skin  and  Musculoskeletal),  No.  9A  (Circulatory),  No.  37  (all 
other).  '  ^  X 
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A  number  ojE  organizations' serving  different  groups  of  handicapped  petsons 
provided  estimates  of  their  service  populations  for  this  study.    Those  estimates 
are  found  in  Table  4-14.    Only  a  small  number  of  disorders.  Is^  listed  and  the 
categories  are  not  cojuparable  to  those^  In  the  other  tables.  *  \^ 


\ 
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Table 

r 

Estimated  Number  of  People  with  Selected 
Disabling  Conditions    .         '  . 


Type  of  Condition                              '                    ^           *  Number 
Cystic  Fibrosis'.   \   40,000 


4 


Convulsive  disorders  (Epilepsy  and  other^)     .   •  4,000^^^0 


1 


Multiple  Sclerosis     ..........  ^  :   •   •  500,000 

Muscular  Dystrophy     .   .  x.   200^000 

Cerebral  Palsy  (includen^o^ly 5  persons  21  and  over  '  ^ 

living  in  13  met^opalitan  ar^eas  and  needing 

services)  ./.....»...  8,000  ' 

Mental  Retardation    /   6,lOO,pOO 

Mental  Illness  or  Mental  Disorders     .    Unavailable 

 :  _C  :  '-^  

1.^  No  single  estimate  availejble  due  to  problems  of  diagnosis  and  terminol- 
ogy:: review  of  25  field  studies ..  .revealed  that  in  these  investigar 
tions,  the  rate  of  mental  disorders  reported  for  the  fetudy  population 
ranged  from  one  percent-  to  over  60  percent The  Advisory  Panel' on 
Financing  Mental  Health  Care,  American  Hospital  Association,  Financing 
Meuital  Health  Care  ln\he  United  States,  NIMH,  1973,  pv  3. 

 v~-  '  . 

Source:     The  following  groups  Recontributed  information  which  was  used  in  this 
table:     United  Cerebral  P&lsy  Associations,  Inc .  ;4.'Cystic  Fibrosis 
Foundation  of  America;  National  Association  of  the  Deaf;  National 
Multiple  Sclerosis  Sc>ciety;  National  Association  for  Retarded  Citizens; 
Muscular  Dystrophy  Association  of  Ame?ica,  Inc.  » 
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^  ^Chapter  5  * 

•  •  (  .  #   y .       , .  '  * 

^  THE  MOST  SEVERELY  HANDICAPPED  IN  INSTITUTIONS^ 

\  .    ■  ■  .  •     .  ,  .. 

The  institutionalized  population  is  often  neglected  when'^stlmating  the 
number  of  persons  considered  severely  disabled.    Large  numbers  of  disabled 


individuails  are  in  institutional  cafe  settings. 

^    Table  5-1  shows  estimates  of  the  institutional  population  for  recent 
years  (1968-1973,)  by  age  groilp  and  type  of  facility.    Figures^ in  parentheses 
are  Census  data-  for  1970.  •  ^(  * 

Points  of  major  significance  for  this  study  are: 

1. *    Approximately  1.9  million  persons  are  receiving  Institutional  care. 
The  figure  is  derived  by  summing  up  the  latest  available  data  for  each.  type, 
of  facility  and  adding  an  estimated  25,000  persons  residing  in  private  ihst|- 
tutions  for  the  retarded.     Of  the  institutionalized  population,  93.3  percent 
(1.8  million)  are  estimated  to  be  severely  handicapped.- 

2.  The  majority  of  the  population  residing  in  nursing  homes  are  p^lmaiflly 

the  aged  (approximately*  1  million).  \ 

\  ^  \ 

3.  A  smaller  number,  about  500,000,  are  of  working  age,  18-64.  t 


The  data  suggest  that  the  character  of  the  population  in  institutions  iaj, 

cljanging,  particularly  within  various  age  groups.     There  appears  to  be  a  de--  | 

crease  in  the  number  of-  persons  , in  mental  "hospitalg,  institutions  for  the  ^ 

,    retarded,  and  chronic  disease  hospitals,  and  an  increase  in  the  number  of 

persons  in  nursing  homes.     Some  of  these  changes  reflect  StatjeJdecisions 

about  deinstitutionalization  and  the  plac^ent  of  individuals  into  alterna- 

tive  types  of  facilities,  such  as  nursing  homes,  group  homes,  or  other*  types 

of  community  settings.    Much  of  this  effort  can  be  attributed  to  changes  In 

It' 

financing  mechanisms  such  as  Medicaid,  changes  in  technology  such  as  psycho- 

• '  __,   , 

therapeutic  drugs,  and  changes  in  the  general  philosophy  favoring  commugity  ^ 

♦  based  treatment.     In.  comparison,  the  surv^^'  that  was  done  in  1967  by  Social 

.*• 
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.       /.  ^  f  ' 

Security  indicated  that  the  median  length  of  stay  for  an  individual  in  a 

t ,  .  • 

psychiatric 'institution  was  6  years;  for.  those  in  facilities  for  t^e  mentally 
retarded,  14.7  years;  and  for  th9,se  in  chronic  diseaai^  hospitals,  0.8  years.  • 
^   Initially it  might  be  thought  that  all  persons,  in  institutions  would  r 
be  considered  severely  handicapped.    However,  maiiy  persons,  especially  in 

mental  and  acute  care  hospitals,  are  iastitutionalized  for  relatively  short 

"A  •  » 

periods  and  then  returned  to  the  community.  v. 

p 

Therefore,  a  distinction  mdst  be  made  between  the  severely  and  the  non- 
severely ^handicapped  in  institutions.    The  proportions  can  vary.  Frohlich^ 
studied  the  institutionalized  population  and  pointed  out  that  any  inmate  who 
has  been  a^resident  of  a  long-term  medical  institution  or  ward  or  a  school  or 
hbme  for  the  mentally  or  physically  handicapped  and  has  an  average  duration 
in  the  institution  of  30  days  or  longer,  ban  be  considered  to  be  ^everel>; 
disabled . 

Table  5-2  s^hows  the  number  of  residents  by  age  and  institution  who  are 
considered  severely  disabled.     To  estimate  the  number  of  severely  disabled 
persons  in  institutions/  the  following  procedure  was  used. 

Comparative  data  for  State  and  county  institutions  for  residents  with  a 
length  of  stay  of  less  than  1  mpnth  were  not  available.     If  we  use  figures 
from  the  National  Institute  for  Mental  Health  of  27  percent  for  residents 
with  a  length  of  stay  less  than  3  months,  we  would  under est^ate  the  number 


of  severely  disabled.     These  data  also  reflect  a  percentage  of  the  number  of 
^eraons^ discharged  which  is  less  than  the  number  who  are  residents  in  the 
institution.    We  consider  the  resident  population  on  average  to  be  stable  and 


'  T!  Philip  Prohlich,  "Who  Are  the  Disabled  in  Institutions?"  Social 
Security  Bulletin,  October  1971,  p.  A.  -  ^ 
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at  leiast  80  percent  of  the  toteil  population  receiving  care^  in  a  psychiatric 
facility  to  be  severely  disablecl.  *•  * 

We  ejptimate  the  ^institutionalized' ifitentally  retarded  who  are  severely 

handicapped  at  90.3  percent  of  the  res^ident  pppulation.    This  propojrtion, 

  -    -  ■  -     -  •  -    -  •■  y   -    •  -  —  -  -  -  ■  

according  to  the  National  Association  of  Superintendents  of  Public  .Residential 
Facilities,  would  not  be  eligible  for  any  type  of  noninstitutionalized  setting 
during  FY  1975,  in  part  due  to  the  inadequacies  of  community  services.  This 
would  be  atout  180,000  in  1975. 

•  Ta^le  5-2  " 

Estimated  Number  of  Persons  In  Institutions 
^  Who  Are  Severely  Disabled 


Using  as  Percentages 


Psychiatric  (80'%) 
Age         ■  Total 


18 


13,532 


18-24  32.,  323 

25-34  33,270 

35-44  41,856 

45-54  56,225 

55-64  58,739 


65+ 


79,906 


Mental Iv 
Retarded  (90%) 

Age  Total 

3  470. 

.3-21  65,819 

82,  744 


62+ 


7,679 


Aged  (100%)  <v 
Age         '  ToteJ. 


65'  195,660 
65+  824,073 


Chronic  ^ 
Disease  (100%) 


Age 


25 


Total 


^2,418 


25-44.  3,087 

45-64  7,617 

> 

65+   ,  12,Q70 


Total    315,851  (431, 532)- 


156,712  (22,500) 
179,212 


1,150,940 


25,192 


drand  Total:     1,786,876  severely  disabled,  93.3  percent  of  the  total 
>  population  in  Institutions.  ^ 


inters 


1.  Total  Including  fS^lerally  funderf  Community  Mental  Health^CeBters . 

2,  Total  number  of  residents  In  private  facilities. 


It  is  difficult  to  obtain  information  on  the  number  .of  severely  handi- 
^a^ed^ho^  BX^^  4xk  ^ij^^^  or  iatenalva  care  unltfi^  ^We  assume  that- since 

the  laejor-tty^-of  \tti±«  popuLatlon  Ji^a  aa- averagft  .agje.  75^  ^ze.  ehQi^d.cons^^^  — 
100  percent  as  severely  handicapped.    This  is  estimated  us  1.2  million  iH  1975. 

Individuals  in  chronic  disease  facilities  have  been  declin!i,ng  in  number,, 
but  because  of •  the  type^s.of  conditions  the^r  stay  usually  exceeds  the  lengtl^  of 
stay  estimate  of  30  days,  and  therefore  this  papi^ation  is* considered  100 
percent  severely  handicapped. 

About  one-third,  510,764,  di  the  severely  handicapped  in  institutions  were 
of  working  age  (18-64)  and  an  additional  number .of  82,389  were  children  under 

18  years  of  age.  ^  %^  «     .  ^  ^ 

We  have  estimated  df  total  that  93.3  percent  of  the  institutionalized^ 
population  is  severely  handicapped.*   This  toounts  to  1,786,8-76  oUt  pf  vl,914,671 
'of  the  total  institutional  population.         '  ^ 
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*  ,    .  Chapter  6  *  *  ^ 

.    •    ^  '  '  •  VR  AfJD  THE  SEVERELY  DISABLED^  . 

.  -        *  Roughly  one- third  df  the  dlaabled  population  aged  18  through  64  can  be 
— classifieds  as- severeJ^  disabled  on  -the~basis^-»f  Inability  -to  -engage  iii  i&arket  - 
work'^tlvlty.  ^  Of  these  severely  disable^  Individuals,  -^.^ughly  one-halfc  can 
pe  classified  as* most  severely  disabled  on  the  basis  of  (1)  the  duration  of 
•^feir  disabling  condition,  and  (2)  their  eligibiiity  for  welfare  or  Social 
Security  payments  from  programs  that  serve  only  the  permanently  and  totally 
disabled.    We  have  pointed  dut  that  the  prevalence  of  severe  disability  depends 
oti  a* cpmbin-ation  of  social,  economic,  and  labor  market  factors  as  well  as  .on 
\    the  nature  of  the  impairment.     Hence  oar  estimates  can  onJ^y  be  used  as  general 
touchstones.  ^  *  - 

Based  on  an  analysis  of  the  1966  Survey  of  the  Disabled  Population  undet- 
taken  as  part  of  this  6tudy,  it  was  found  that  the  severely  disabled  popula- 
tion  tends  to  be  disproportionately  poorly  educated  and  black,    A  disproportion 

ate  nlimber  have  multiple  disabilities,  which  tend  to  be  concentrated  in  partlc- 

*  V, 

ular  classes.     Moreofer,  a  disproportionate  number  of  the  severely  disabled 
tend  to  be  urban  dyellers  and  welfare  recipients.   ?  ^ 

The  effect  of  velfare  status  is  obviously  a  reflection  of  the  disabling 
condition,  although  oie  could  make  the  cpse  for  poverty  being  an  'important 
detemin^t  of  disability.    Unfortunately,  the  analysis  on  which  these  findings 
are  based  did  not  permit  us  to  investigate"  this  point  niore  thorougjhly.  Also, 
it  Should  be  noted  that  there  is  probably  a  considerable  amount  of  variation 
in  the  prevalence  rates  VJthin  the  particular  class  of  disabilities  reported 
here,  which  further  disaggregation  wp'uld  have  permitted  us  to  observe.  * 

Data  from  the  Vocational  Rehabilitation  (VR)  program  Indicate  that  roughly 


V 


1  milltbp  people  apply  tp  that  profgr-ain . each  year.     If  all  these  applicants 
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are  disabled,  thi^  represents  about.  A  id  5  percent '6f  the ^IsabledT  populatJton,  . 
This  prob^ably  understates  the  true  rate  of  contact  by  the  disabled  population  ' 
with  the  VR  program,  since  it  does  not  intoliide  disabled  persons  who  applied 
in  earlier  years  and  were  turned  away.    Roughly  half  of  t-^.e  applicants' are  ^ 
rejected  each  year**,  and  it  is  conceivable  that  an  additional  3.5  million  ciis- 
abled  persons  in  today's  pool  had  applied  to  the  VR'prograaj  for  ^services  in  , 
earlier  years.     Even' if  we  *  we  re  able  to  adjust  the  rate*  of  application  upward 
so  that  it  represented  a  rate  of  contact,  the  resulting  share  of  the  disabled 
pool  would'Vremaln  relatively  knalL.  ^  *  -V  * 

This  does  not  necessarily  mean'  that  the  VR  program  is  not  reaching  its 
target  population.     Not  all  disabled  persons  are  eligible  for  VR  services. 
To  be  qi^lified,  a  disabled  person  must  have  a  health  condition  that  represents 
a  significant  impairment  to  ability  to  work  and  must  haVe  a  good  chance  o( 
finding  employment  after  VR  services  are  received.     The  labor  market  orientation 
oi 

mateS  thAt.  this  target  "^groiip  ranges  between  3.5  and  5.0  million.' 

^,  Tabulations  from  the  R-300.  data  file,  a  sununary  of' data  on  all  per>8ons 


)f  the  program  signif ic^antly'  limits  the  target  group  of  VK.     It  has  ^^e^i  esti- 


who  apply  to  theVR  program,  indicate  that  only  6  percent  of  the  applicants 
to  the  VR  program  in  1972  w^re  rejected  because  their  handicap  was  too  agy^ere 
or  because  their  medieal*  prognosis  did  not  indicate  a  long  life ^exp6ctancy . 
Given  that  roughiy  one-third  of  tha  disabled  population  wa^  classified  ao 
severely  disabled,  this  suggests  that  fewer • severely,  disabled  than  partially 
disabled  apply  to  the  VR  program. 


1.    Johp  D.  Worrall  and  Craig  Schoon,  Methodology  for  EotimatinR  4^he 
Vocational  Rehabilitation  Target  Population;  An  Exploratory  Analyaig  (Univer- 
sity of  AxkanB^^s  Press,  1975)  •  .        "   '  ^.  .  - 
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A  comparison  qf  the  disabled  population  with  VR  .applicants  classified 

' ; .        •      ^    '  *  ■ 

J)y'sex,  ifape,  and"  a|ge  seems  to  support  thi?  hypothesis  (Table^-1)  •  Applicants^: 
are  62  percent  malej  part$alAy  disabled  persons  ire  52  p^^tcent  mal^,  and  severely 
dl^^led  persons' are  38  percent  male.    Thus  VR  applicai^ts  more  closjely^  re^semble . 
the  patt,ially.  dis^bl^d  pbp^ation  in  their  distributiop  by  ♦sex,  k       '         .  ' 

'  Similarly,  72  percent  of  tlie  VR  applicants  are  45  ye^s  of  agfe  of  yoXinger; 
40  percent  of  the  partially  disabled, 'and  or\ly  27  percent  of  the  «everely^  disabled 
are  in  that  'age  group.    Thus,  applicants  mbre  qlasely  rejsemble  the  partially, 
(lisabiea  population  in  th^r  age/jd^istribution,        .  " 

^         In  coiitrast,  applicants  more  closSy  rese&ble  the  severe^^^  disabled  in 

th^ir  racial  characteristics,    VR  .applicants ^are  r6ughly  24  percent  black, 

'  -  .    /  •     ■     '  ' 

the  partially  disabled  population  is  12  percent  black,  and  the  severely  disabled 

population,  is  21  percent  black.  v. 

^  While  \:his  evidence  constitutes  i^eak.support  of  the  hypothesis  that  the 

severely  disabled  are  less  likely  to/apply  for  VR  services  than^the  partially  ^ 

%isabl|d,»  such  behavior  appears  to  be  JLntiiitively  plausible.     The  likelihood 

that  disabled  person^  will  apply  to  the  VR  program  will  depend  in  part  on  their 

■  ■  ■       .  ■  \ 

perception  of  the  benefits  to  be  expected  from  the  program.    Given  theNgmployment 

orientatioHip^f '  the  current  VR  program,  expected  benefits  would  take  the  form  ^ 

df  improved  earnings  potential  that  would  result  from  the  receipt  of  VR  services, 

It  -can  be  argued  that  such  an  imp^ovement^is  less  likely  for  severely  disabled 

2 

persons.    ,A-  recent  study  provides  some  indirect  evidence  to  support  this  notion, 
y  t^.  ^  >  ^  , 

ISie  likelihood  of  applying  to  VR  is  dir^tT^ly  related  to  the  expected  inciEease 

2"!  John  D,  Worrall,  An  Evaluation  of  the  Structure  and  Performance  of  Dis- 
ability Programs  (New  Brunswick,  N.J,:  Disability  and  Health  Economics  R^esearch, 
Bure.au  of  Economic  R.esearchj-  Rutgers  University,  December  1974), 
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in  earnings  that  will  result  from  the  receipt  of  VR 'Services,  which  in  turn 
is  closely  related  to  the  probability  of  successful  rehabilitation.    The  stucf 
finds  that  the  probabiity^ of  successful  rehabilitation  is  inversely  related 
to  characteristics  th^  contribute  t^  severe  disability,. 

In  our  survey  of  former  patients  J.n  medicdl  rehabilitation  centers^  we 

"   ■  .  *  > 

asked  about  reasons  for  nonapplication  to  VR,    As^  shown  by  Table  6-2,  19,8 

percent  did  not  want  or  need  VR,  31.8  percent  felt  they  were  too  old  for  th^ 

<^  '  .  ' 

program, ^and  15.4  percent  didn't  know  about  it. 


Table  6-2, 


Reasons  for  Not  Applying  to  VR  (N-iOljf- 

i 


 *  '■  

,  <>     "  '  .     ■   Number  Percent 

Do^Tt  want  VR  services  17  8.4 

<    Don't  need  VR  services   23  11.4 

Physician  did  not.  want  to  refer    .   3  ^  1.5 

Didn't  know  how  to  apply.  5  2.5 

Don't  feel  would  guallfy  ............  13.  6.5 

Unable, to  get  assistance  to  get  to  Vr     .   .  .   .        0  O-O^ 

'Distance  from  VR  agency  0     ^  0.0 

Didn't  get  Ground  to  it   2  1.1 

Applied  more  than  3  years  ago  3 

Age    .  ^   64  ^  ^  '  31.8 

Ppor  health    •^^\^   "4  2.0 

Didn't  know  of  VR;,   15.4 

Other  I  ....  15  7.5 

Don' t  know   .  21  10.4 

Total   201  100.0 

further  an^ysis  of  the  characteristics  of  VR  applicants  reveals  that 

« 

both  accepted  and  rejected  applicants  more  closely  resemble* the  partially 
disabled  than  the  severely  disabled  in  sex,  race,  and  age  characterisDiCs 

...        .  \   ■      .  . 
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\ 

(Table  6-3),.    %)wever,  the  screening  Whdnlsm  appears  to  focus  on.  applicants 

who  have  characteristics  of  the  severely  disabled.     Rejected  applicants  are 

disproportlDn'ateljr  black  and  old;  severely  disabled  individuals  are  also  ^ 

disproportionately  black  and' ^old.  '  . 

I 

.     However;  while  rejected  applicants  are  disproportionately  male,  severely 
-disabled  people  are  disproportionately  female.    A  partial  explanation  of  this 
may  be  that  females  can  be  classified  as  sucncessfully  rehabilitated  as  homemakere 
even  if  they  do  not  have  competitive  employment  and  thus  severely  disabled 
female  Applicant's  offer  better  r^ha'bilitation  potential 'than  do  comparable 
severely  dis^led  men.  ,       v\     '  '  • 

A  mo^(^  sophisticated  analysis. of  gatekeeping  in  the  VR  program,  undertaken 
as  part /of  this  study,  allows  us  to  estimate  the  likelihood  of  being;  rejected 

for  applicants  with  alternative  sets  of  sociodemographic  characteristics  and 

■  /  ■  '     '  '  \  • 

with  differing  disabling  conditions,  who  come  from  different  sources  of  referral. 
^       .Major  factors  aff^0|ng  rejection  rates  include  age,  "source  of  referral, 
and  typ€«^-of  disability.    Applicants  aged  45  and  over  have  higher  rejection 
rates  than  comparable  applicants  -who  are  younger  than  45.    Applicants  referred 
from  public  organizations  have  higher  rejection  rates  than  comparable  applicants 
referred  by  hospitals.    Applicants  with  some  disabilities  (e.g.,  ^allergies)  have 
higher  rejection  rates  than  those  with  other  disabilities  (e.g.„  amputations). 

Employment^  conditions  and  finances  have  smaller  but  statistically  signifi- 
cant effects  on  rejection  rates.     Such  rates  tend  .to  be  roughly  4  percentage 
points  lower  in  SUftes  which  allocate  relatively  large  amounts  ^of  resources 
to  th4  VR  programSi.e.,  States  which  spend  as  much  as  $65       480  per  disabled 
person  living  in  that  State)  .    The  resources  effect  Implies  that  budgetary 
constraints  may  be  operating  at  the  gatekeeping  level  and  that  an  increase 
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1  ^      -     ' ' 

in  the  amount  of  resources  available  to  tjhe  VR  program  ccv'^  lower  the  number 
of  applicants  who  are ^turned  aw4y.  •  ^  * 

An  interesting  finding  also  emerges  when  one  compares  the  effects  of  ^ 
disabling  ^conditions  on  rejection  tates  with  *^the  effects  of  such  conditions 
on  the  likelihood  of  being  classified  as  severely  disabled.     If  counselors 
screened  on  severity  and  if  the  type  of  disabling  condition  was  an  important 

O^terminant  of  severity,  gne  would  expect  to  find  a  close  correlation  in  the 
rankings  of  disabling  conditions  according  to  rejection  rates  and  ifecelihoods 
of  being  classified  as  ^verely  disabled.     Other  things  equal,  one  would  expect 
the  rejection  rates  to  be  lowest  for  persons  with  disabilities  with  the  lowest 
likelihood  of  being  classified  severe. 

o    Tajyle  6-4  ranks  the  disabilities  according  to  rejection  rates  and  probabili- 
ties of  being  classified  as  severe,  and  indicates  that  th^^rrelation  between 
the  rankings  is  relatiVely  low.  While  applicants' with  allergies  and  with  blood, 
circulatory,  and  respiratory  ailments  have  the  highest  rejection  ratei,  they 
are  ranked  as  only  eighth  and  ninth  out  of  12  clasflfes  of  disability  in  their 
likelihoods  of  being  classified  as  severely  disabled. 

Similarly,  while  disabled  persons  who  are  mentally  retarded  or  who  have 

sitieoplaams  are  ranked  first  and  third  in  their  likelihood  of  being  classified 
as*  severely  disabled,  they  are  r^anked  tenth  and  eleventh  out  of  the  12  classes 
in  their  rejection  rates 

This  table  suggests  that  while  a  disabling  condition  may  affect  one's  cur- 
rent ability  to  work,  tlhat  ability  may  not  be  fully  predictive  of  the  likelihood 
of  one  s  ultimate  ability  to  work  after  receipt  of  VR  services.     In  our  survey  of 
persons  rejected  for  severity,  6.2  percent  were  working  at  the  time  of 
survey  and  at  least  another  5.5  percent  had  worked  at  some  time  since  rejectiod^ 


Table  6-A 


4 


Ranking  of  Type  of  Disabling  Condition  by  VR  Fejectior 
Rates  ^nd  Prevalence  Rates  of  tSevere  Disability 


Rejection  Rate's 

1.  Allergies 

2.  Blood,  ciirculatory ,  and  respira- 

tory ailments  (other  than 
allergies) 

3.  Miscellaneous  conditions 

4.  Visual  impairments 

5.  Orthopedic  conditions  (other 

than  amputations) 

6.  l^lental  conditions  (otjier  than 

retardation)  / 

7.  Genitourinary  conditions 

8.  Di^stive  ailments 

9.  '  Speech  and  hearing 

impairment-s  ^ 

10.  Mental  ""i^^tardation 

11.  Neoplasms 

12.  Amputations 

V 


Prevalence  of  Severe  Disability 


3. 
A. 
5. 
6. 

7. 
8. 


9. 

10. 

11. 


1.  Mental  retardatiofi 

2.  Ment'al  disabilities  (other  than 
retardation) 

♦Neoplasms  \ 
Miscellaneous  conditions 
Genitourinary  conditions 
Orthopedic  conditions  (other 

thafi  amputations) 
Visual  impaitme^ts 
Blood,  circulatory,  and  respita- 
tory  cotiditions  (other  than 
allergies) 
Allergies 
Digestive  ailments 
Speech  and  hearing 
'impairments 
12 .  Amputations 


J> 


I 


Table  6-5 


Percent  of  Successful  Closures  (Rehabilitations) 
and  Unsuccessful  Closures  (Too  Severe) 
by  Age^  Race,  and  §ex,  1972 


Rehabilitation 

Rate 

Percent  of 

Closures 

Less  than  A5 

A5  or  Over 

Less  than  45 

45  or  Over  . 

^^^le  i   .   .  . 

11 

34 

Femate  .   •  . 

.   ,  83 

I 

06 

24 

m 

.  ^2  . 

21 

Nonwhite  .  . 
• 

.   .  76 

85 

02 
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We  expect  this  to  reflect  an  unknown  undercount  of  rejects  who  work  because 

t  ,  . 

the  contact  procedure  used  by  most  State  programs  (phone  calls  during  working 

hours)  may  have  missed  many  who  were  at  work.  ;  ) 

Given  acceptance  to  the  VR  program,  the  proportion  of  cliehts  who  are 

successfully  rehabilitated  ranges  in  the  neighborhood  of  75  to  80  percent.  ' 

There  appears  to  be  little  Consistent  pattern  when  rehabilitation  rates  are  , 

classified  J^y  age,  sex,  or  race^(Table  6-5).    Tl^e  rate  is  somewhat  higher  for 

women,  particularly  in  the  older  age  group  where  the  female  rate  is^roughly 

12  percentage  points  higher.     For  younger  clients,  the^rate  for  whites  is  about  ^ 

7  percentage  points  higher  than  it  is  for  nonwhites.     However,  the  pattern 

is  reversed  .5or .older ^^lients,  for  whom  the  nonwhite  rite  of  rehabilitation 

exceeds^  the  white  rate.  .  , 

*^       The  age  pattern  is  also  vague.    Younger  clients  who  are  either  male  or  ^ 

white  have  better  rehab ilitation^ates  than  th^ir  older  counterparts.  However, 

\the  patt^rfi  is  Just  t^e  -opposite  for  female  or  nonwhite  clients;  rates  of  rehab  11-  | 


itatl^crjB^are  higher  for  older  clients, 

Of  those  who^.were  not  successfully  rehabilitated,  approxim^ely  15  percent 
'    were  closed  as  too  severe  for  rehabilitation.    These  aev^rely  disabled  closures 
were  concentrated  among  the  old;  male,  and  white  clients.  • 

-    ,      -  / 

A  more  detailed  multivariate  regression  analysis  indicates  that  success- 

V.  •  /  ^ 

ful  rehabilitation  depends  heavily  on  factors  that  are  closely  rel^ated  to  labor 
.markets.    Since  such  rehabilitation  generally  requires  a  satisfactory  Job  place- 
ment, this  finding  should  not  be  too  surprising. 

Paet  employment  history,  race,  marital  status^. type  of  disabling  condition, 
and  unemployment  conditions  wer^  tiie?  f afttors  found  to  be  statistically  significant 
in  their  association  with  Rehabilitation  rates.     In  particular,  we  found  that 

ERLC  .  liG  /  II  / 


clients  who  had  past  employment  histories,  were  marr;Led,  white,  or 'amputees 

Had  signlf Icantly^igher  reh^bllltatlotf  rates  than  clients  with  comparable  » 

other  characteristics.    We  also  found  that  clients  aged  ^5-64  who  were  referred 

,  ) 
by  public  organizations  or  lived  in  States  experiencing  unemployment  rates  ^ 

in  excess  of  6  percent  had  significantly  lower  rates  of  ^rehabilitation  than 

clients  with  comparable  other  characteristics, 

I 

The  pattern  of  rehabilitation  rates  is  consistent  with  a -model  of  rehab 111- 
tation  that  is  based  On  employability  of 'the  client.     Older  workers  ^ave  diffl- 
^ul^ties  because  employers  are  unwilling  to  Invest  hiring  and  training  costs 
tin  someone  who  is  going  to  have  a  relatively  short  work  career ;  .younger  workers 
are  generall^  less  desirable  because  they  lack  skill  and  work. expedience.  \^ 
Nonwhites  have  more  diffierulty  finding  Jobs  than  whites  because  of  disorlmi-^ 
nation  in  labor  markets.     Employei^^  generally  .^ref^r  married  Job  a^licants 
to  unmarried  Job  applicants  because  they  are  considered  more  stable  in  their 
employment  patterns  and  more  dependable  in  their  work  ^h^lfit^^^^ss-educated 
workers  are  handicapped  by  theiT  lack  of  still. 

.It  is  a^/so  interesting  to  note  that  there  is  some  consistency  in  coun- 
selor behavior  in  selecl^lng  clients  at  the  gatekeeping  level  of  the  program, 
and  the  likdlihood  of  successful  rehab ili^fion,  although  the  correlation  between 
the  characteristics  of  accepted  applicants  and  successfully  rehabilitated  clients 
is  not  a  close  one.  ^ 

However,  while  there  are  these  Consistencies,  there  are  also  inconsistencies. 
For  example,  when  applicants  and  clients\^e  classified  by  their  .type  ^f  disabil- 
ity and  ranked  according  td^  their  rejection  and  rehabilitation  rates,  the  rankings 
of  disabilities  other  th^  those  at  the  extremes  is  not  very  close.  Similarly, 
applicants  and  clients  classified  by  their  source  of  referral  and  ranked  according 
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to  acceptance  arid  rehabilitation  rates  do  not  show  a  close  rank  correlation. 
While  applicants  from  public  organizations  have  the  lowest  acceptance  and  rehab J.1- 
itation  rates,  applicants( f rem  welfare  agencies  h^ve  the  second  lowest  acceptance^ 
rates  but  hAve  the  highes^  rehabilitation  rates,  with  other  factors  held  constant. 

A  word  of  caution  is  necessary  in  discussing  these^ comparisons.    The  analy- 
sis of  rehabilitation  rates  Was  able  to  take  more  factors  into  account  than 
the  analysis  of  acceptance  rates.     In- particular ,  the  rehabilitation  rate  analysis 
was  able  to  include  as  independent  factors  level  of  school  -completed,  marital 
status,  welfare  status,  and  family  income,  whereas  the  rejection  rate  analysis 
was  not  abrle  to  iijclude  these  factors  because*  information  on  these  characteristics 
is  not  collected  ui/til  applicants  have  been  accepted  to  the  program. 
Summary  of  ^R-300  Analysis 

To  summafize  this  analysis  of  the  R-300  data  files,  although  we  were  able 
to  determine  from  other  data  fj^l  es  that  roughly  one  ixi  three  disabled  persons 
is  severely  disabled,  the  data  did  not  permit  direct  estimates  of  application 
rates  for  the  severely,  disabled.     Rofugh  estimates  indicate  thaj:  the  ^tptal  appli-  - 
cation  rate  may  be  about  4  to  5  percent  of  the  total  disabled  population,  although 
this  is  probably  an  understatement  of  the  true  rate  of  application.    Of  these 
applicants,  approximately  6  percent  were  rejected  because  their  handicap  was 
too  severe.     A  comparision  of  characteristics  of  the  applicants  with  the  charac-^ 
terifltics  of  the  disabled  population,  classified  acc^Ktling  to  severity  of  dlsa- 
bility  indicated  that  they  resembled  the  marginalljv^ disabled  more  closely  than 
the  severely  disabled. 

Of  those  who  apply,  roughly  ^alf  are  rejected,  and  of  those  about  ohe  in 
eig^Vt  ia  .rejected  b  ecause  the  handicapping  condition  is  considered  too  severe  for 

r 

successful  rehabilitation.     While  rejected  applicants  seem  to  closely  resemble^ 
the  Severely  disabled  in  their  race  characteristics,  they  are  leas  likely  to 
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be  female.     In  addition,  they  do  not  resemble^he  severely  disabled  in  their 
disability  characteristics.  ^ 

•  Possible  reasons  for  tbo  Ij^cW  of  Qj^iUflrity  with  res"^ect  to  sex  and  type 
of  disability  are  the  ability  to  close  female  clients  as  successfully  rehabili- 
t^ttecKhoBiemakerd,  and  the  difference  between  i^urr^nt  ability  to  work  (on  wh^cti 


the  definition  of  severity  for  the  population  estimatesV-s  based)  and  the  ultimate 
ability  to  work  after  receipt  of  VR  seirvices  (on  which  the  definition  of  severity' 
as  the  reason  for  rejection' is  based).'  •  *  <  ^^^v, 

those  accepted  into^  the  prpgram,  r/oughly  80  percent  are  successiully 
rehabilitated  (i.e.,  placed  in  Jobfe  in  the  competitive  labor  market,  or  as  - 
hom'Jemakers  or  unpaid  family  workers).    While  clients  wha  are' not  successfully 
rehabilitated  also  resemble  ^he  severely  disabled  population  in  their  age,  . 
sex,  aad  race  characteristics  more  closely  than  they  do  the  partially  disabled 
population,  the  determinants  of  successful  rehabilitation  are  'f actora'^whlch' •  ' 
are  closely  tied  to  labor  markets.    Other  things  equal,  clients  with  past  employ- 
ment  histoMefl  who  live  in  States  with  unemployment  rates  below  6  percent 
arer  more  likely  to  be  successfully  rehabilitated  than  comparable  clients  with 
similar  other  characteristics.     Similarly,  client  characteristics'  such  as  age, 
education,  race,  and  marital  status  that  can  be  considered  indexes  of  employ- 
ability  Independent  of  disabling  condition  were  also  found  to  be  significant 
determinants  of  successful  rehabilitation.  * 

Otily  one  in  seven  of  the  clients  who  were  not  successfully  rehabilitated 
was  closed  as  too  rfevere.     Howeia^r,  these  clients  did  not  significantly  differ 
in  their  characteristics  from  other  clients  who  were  not  sudcessfully  rehabil- 
itated. 
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Characteristics ''of  the  Severely  and  the  Partially  Disabled 
^  ^     Comparisoha  of  the  social  and  economic ^character is tics'  of  the  disabled 

*  were  based-  on  (special  tabulatiosis^  generated  from  the  Urban  Institute  sabple 
of  the  disabled  population  derived  from  t]^  1970  Census.     Severely  disabled  . 
persons  were  defined  as  persons  who,' because  of  their* health  or  physical  con- 
dition,  could  tiot.Vork  at  all..    Partially  disabled  persons  were  defined  as 
persons  who,  because  of  their  health  or  p^sical  condition,  were  limited  in ^ 
^  their  ability  to  work.     Our  file  produced  11,686  usable  records* representing 
11.7  million  disabled  persons,  of  whom  6.6  million  wer^  persons  with  partial 
disabilities  and  5.1  million  were  persons  x^'th  severe  disabilities.  The 
^    .   toCar  inclufies  persons  in  institutions  but  not  persons  ujider  18  t}r  oiver  65 

not  in  institutions.  -  "  ^ 

We  found  that  families  containing  severely  disabled  persons  had  smaller 
incomes  from  earnings,  larger  iiicomes  from  public  assistance  and  Social 
Security,  and  slightly  larger  ixiy^qmes  from  other  sources  than  did'the.par^  ' 
J7  tially  disabj-ed.     However,  because  of  the  considerable  amount  of  income  vari- 

ation within  families  classified  by  type  of  severity,  these  differences  were 
never  statistitally  significant.    Th^s,  while  the  direction  gf  the  difference 
was.  always  as  expected,  the  size  of  the 'standard  error  of  the  estimate  indi-  - 
cated  the  possibility  that  differences  were  due  to  chance. 

We  also  found  that  the  severely  disabled  had  housing  assets  thdt  were 
lower  in  value  than  the  partially  disabled,  Uut  .again  Ijie  differences  between, 
the  groups  were  not  statistically  significant.     Our  findings  with  respect-  tp 
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other  forms  of  asse^  were  Similar:  *  the  seveye'ly  disabl  ed  had  less,' but  the  ^ 
d{^^e^ence  was  not  statistical!^ significant. 

/      Our  tabulations  revealed  that  the  Severely  disabled  were  less  likely  to 

'     /  /  '  .  ^  / 

'be  married  wiJ:h  spouse  present,  wiei^e  more  likely  to  Jive  in  substandard  hous- 
ing (defined  as  housing  without  adequate  toilet,  plumbir^,  or  electrical  ^ 
facilities)  ,.^.aad  that,  among  i>ersOns>w£feh  disabilities  tiat  had  lasted  for  5 
or  more  years,  the  severely  Jisabl^d' wfer^^ote.  likely  to  be  in  institutions. 
Moreover,  among* the  long-term  severely  disabled  who  were  institutionalized, 
•  ^S-over  two-thirds  were  housed  in  mental  institutions. 

'Table  6-6  summar izes ^ family  income  and  disabled  person  income  by  source. 
Total  incomes  of  families  of  s-e^erely  disabled  persons  are  roughly  50  perc'en^ 
-lower  than  family  incomes  of  partially  disabled  persons.  'The  major  cause  of 
this  difference  is  the  smaller  income  ftom  earnings  received  by  families  con- 
taining severely  disabled  persons.     This  $A,A70  family  earnings  loss  is  only 
partialiy^.af f set  by  the  additional  $578  in  income  f^ceived  from  other  sources, 
$481  of  which  comes  frotp  public  assistance  and  Social  Security, 

Turning  to  disabled  persbns* irtcome,  our  tabulations'  reveal  that  income? 


A 


^>f  severely  disabled  persons  are  only  one- third  those  of  partially  disabled 
persons.    Again.,  the  tnajor  caus®  of  this  difference  is  the  lower  average  earn- 
itigs  of  severely  disabled  persons.     Severely  disabled  persons  Earned  $A,0A1 
.   less  than  partially  disabled  persons  in  ^469^.     Roughly  15  percent  of  the 
severely  disabled  had  been  disabled  for  less^ than  a  year.     Thus,  the  small 
amount  of  earnings  reported  by  severely  disabled  persons  can  be  attributed  to 

the  earnings  experience  of  bh^  newly ^disabled  prior  to  the  onset  of  their  dls- 

ft 

abilitfy,    .This  $A,OAl  earnings  dif f erenrtial  between  partially  and  sever'ely 
disabled  individuals  is  not  completely  offset  by  the  $A76  in  additional  income 
from  noTi-earnings  sources  received  by  the  severely  disabled  ($397  of  which 
comes  from  public  assistance  and  Social  Security) . 

6 
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The  picture  that-  emerges  from  Table  ^-6  is  .that  government 'income  transfei 
x-^rograms  do  not  offset  the  differfential  earnings  Ibss  of  the  severely  disabled, 
relative  to  the  partially  disabled.     Thus  families  of  severely  disabled  persons 

have  lower  incomes  than  families  of  partially  disabled,  persons-. 

 ^  ^9 

Another  perspective  on  the  djmamics  of  income  can  b^e  derived  by  examining 

in' Table  6-6  the  percent  of  family  Income  contr ibuted^y  disabled  persons  by 
source.     Note  that  while  $)artially  d'isabled  person^  contributed  ^almost  two- 
thirds  of  total,  family  earnings,  the  severely  disabled  contributed  only  one- 
fourth.     Since  the  earnings  difference  is  larger  for  families  of  sevelely 
disabled  persons  ($4,^70)  than  it  is  for  disabl^ed  persons  ($A,041),  this  sug-. 
gests  that,  on  average,  other  members  of  families  of.  severely  disabled  workers 
might  have  withdrawn  from  the  labor  force  to  care  for  the  severely  disabled 
members.     The  relative  earnings  loss  from  these  family  members*  labor  force 
withdrawal  was  smaller  than  the  relative  earnings  loss  •of  the  disabled  individ- 
ual who  withdrew.     This  suggests  that  the  severely  disabled  individual  who 
reported  on  the  Census  was  likely  to  have  been  the  primary  earner  before  onset 
'  of  disability.  -  "  '  - 

Since  most  of  the  differences  described  above  were  not  statistically 
significant,   these  findings  should  be  treated  cautiously.  .  Obviously;  there 
are  factors  othec  than  severity  of  disability*.  tJiat  ought  to  be  controlled  for 
before  income  comparisons  between  the  partially  disabled  and  the  severely  die-, 
abled  are  used  fOr 'policy  purposes.     Our  analysis,  standardized  for  ^gc,  sex, 
and  race,  produced/ff ur ther  tabulations"  of  income  by  sourpe.     Our  findings  were 
not  significantly  altered;  i.e.,  the  differentials  narrowed  but  they  were  not 
statistically  significant.     Clearly,  more  research  into  the  determinants  of 
family  income  and  the  role  of  disability  in  affecting  family  income  will  be 
requiri'iJ  hiloro  more*  ilf  (  I  rj  1 1  1  vc  e*unc  J  uh  I  oiim  r/in  he  drawn.     I*'or  now,  the 
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Table  6-6^  '  - 

Income  by  Source ,' Families  of  disabled  Persons 
and  Disabled  Persons,  by  Severity  of  Disability,  1969 


Family  Income  by  %ource  ^ 

Earnings"^  ^ 

Public  Assistance  and  Social  Securi£y 

Other  Sources  ' 


,  All , 
Disabled 

$  6,367 

'  5,409 
397 
561  . 


Partially 
Disabled 

$  8,047 

7,339 
189 
519 


Severely 
Disabled 

$  4,155 

2,869 
670 
616 


Plsabled  Persons  Income  by  Source 
Earnings"'' 

Public  Assistance  and  Social  Security 
Other  Sources 


$  3,752 

3,037 
•  '298 
417 


.  $  5,291 

4,782 
126 
383 


$1,762 

741 
523 
462 


Disabled  Persons  Income  as  a  Percent 
Family  Income 


Earnings^ 

Public  Assi.§^nce  afld  Social  Security 
Other  Sources 


56.1 
75.1 
74.3 


65.2 
66.7 
73.8 


25.8 
78.1 
75.0 


1.     Includes  wages,,  salaries  and  incomes  from  farm  or  non-farm  businesses. 

Source:     Unpublished  tabulations.  Urban  Institute  1-1,000  Sample  of  house- 
holds with  disabled  persons  drawn  from  the  1970  Census  1-1,000 
Public  Use  Sample. 
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relatively  larger  amount  of  income  variation  that  remains  even  after  the  disr 
^^^'^  b®®^  clas^sif i^d  by  degree  of  severity  makes  the  findings 

discussed  in  this  report  only  tentative. 

Table  6-7  summarizes  the  asset  position  of  disabled  persons.    Note  that 
the  disabled  population  has  an  average  of  $12,000  in  assets,  $6,500  of  which 
results  from  owneraKip  o;E  homes.    Note  further  that  the  severely  disabled  • 
have  an  average  asset  value  that  is  only  55  percent  of  asset  value  of  th^ 
partially  disabled.    Again,  the  differences  between  the  §ffeverely  disabled  and 
the  partially  disabled  are  niot  statiaftically  significant,  suggesting  that  other 
factors  are  causing  a  significant  amount  6f  vai^lation  in  average  asset  values 
even  after  the  disabled  population  has  been  standardized  for  degree  of  severity. 
We  further  standardized  for  age  ^nd  income  clas§  and  found  that  differences  iia 
average  asset  values  between  partially  disabled  and  severely^  disabled  persons 
virtually  disappeared.     (Tal®<^6-8).     Indeed,  once  weihav^  Standardized  for  age 
and  income,  the  severely *cii&abled  "aeem^  to  have- 'average  assets  that  are  slightly 
largejj'  in  value  thari  the  asset,  holdings  <of  pap^tially  disabled  p'er-sofes  of  com- 
parable age  and  income  in  all  biit  two  of  the-age-a^sset  gt'oiips  displayed  in 
Table  6-8.    This  suggests  that  muth,  if^not  all^.of  the  observed  difference  in 
asset  holdings  between  severely  ,disabled  arid  partially  disabled  persons  can 
be  attributed  to  differences  between  those  two  groups  in  the^.r  ages  and  their 
incomes.  "  . 

Si 

Table '6-9  summarizes  the  marital  status  of  disabled  persons.  Significantly 

4!'  , 

fewer  severely  disabled  persons  are  currently  married.    While  two-thirds  of 
the  partially  disabled  are  currently  married,  only  one-half  of  the  severely 
disabled  are  classified  in  this  marital  category.    Moreover,  Table  6-9  further 
shows  that  this  observed  difference  in  marital  status  is  not  explicable  by 
differences  between  the  partially  disabled  and  the  severely  disabled  in  their 


"        Table  6-7  i  % 

Value  of  Home  and  Other  Assets  by  Severity  of 
Disability,  ^969 


D 

1  s  a  b  1  e 

d 

1  ■ 

All 

Partially  Severely 

Ratio  of  Severe  to  Partial 

Value 

of 

Home 

6,468 

7,819 

4,689 

♦     ,  .60 

Value 

of 

Otheiri^fssets 

5,847 

7^464 

3,721 

.50 

Value 

of 

Total  Assets 

12,315 

15j/283 

8,410 

.55 

0 


Source:     See  Table  6-6. 


Table  6-8 

Value  of  Home  and  Other  Assets  by  Severity  of 
Disability  and  Age>  Disabled  Persons  with  Incomes 
of  $5^,000  to  $7,500,  1969 


Value  of  Home 

Value  of  Other 

Assets 

D 

i  s  a  b  1 

e  d 

D 

i  s  a  b  1 

e  d 

Age 

All 

Partially 

Severely 

All 

Partially 

Severely 

20-29  • 

1,508 

'  1,327 

2,299 

4,364- 

4,298 

4-,  652 

.  30-39 

5,143 

4,851 

6,054 

4,583 

4,500 

4,838 

40-49 

5,998 

5,990 

6,215  ' 

4,932 

5,055 

4,660 

50-54 

6,010 

5,924 

6,129 

5',  263 

5,190 

5,363 

55-60 

J" 

6,641 

6,574 

6,731, 

,  5,952 

6,143 

5;  695 

61-64 

8,418 

7,777 

9.21^ 

^  6,055 

6,029 

6,087 

Sou*rce:     See  Table '5-6. 
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age  compos  it  ioji.    The  age-specific  differences  in  marital  status  are,  if  any- ^ 
phing,  even  wider  than  the  observed  difference  for  all  disabled  persons.  For 
example,  in  the  age  group  A0-A9,  three-quarters  of  the'  partially  disabled '^re  / 
currently  marrded^^as^gainst  less  than  one-half  of  the  severely  disabled. 

Table  6-10  summarizes  the  housing  situation  of  the  disabled  population.  ' 

•if 

Roughly. 15  percent  of  the  disabled  population  dwells  in  substandard  housing. 
Moreover,  Table  6-10  reveals  that  this  percentage  is  systematically  related  to 
family  income,  falling  dramatically  as  family  income  rises,   ^ne  out  of  every 
five  severely  disabled  persons  dwells  in  substandard  housing  compared  to  only 
one  out  of  ten  partially  dibbled  persons.    This  difference,  while  striking, 
'cannot  be  attributed  to  severity  of  disability  only.     When  the  disabled  popu- 
lation  is  standardized  for  income  class,   the  difference  between  the  severely 
disabled  and  the  partially  disabled  in  the  percentage  in j^S^bstandard^housing 
narrows  dramatically.     But  it  does  not  vanish,  particularly  in  the  lowest 
income  class,  where  3A.5  percent  of  the  severely  disabled  dwell  in  substandard 
housing  in  contrast  to.  23.9  percent  of  the  partially  disabled  In  the  compar|4b|Le 
income  class.  -This  suggests  that  a  major  factor  determining  the  quality  of 
the  dwelling  environment  of  severely  disabled  persons  is  income  and  , that  in- 
come transfer  >oli^es  that  increase  the  income  of  the  severely  disabled  will 
go  a  long  way  toward  enabling  them  to  acquire  a  standard  of  housing  that  is 
more  comparable  in  quality  to  that  of  the  partially  disabled. 
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Chapter  7 

ANALYSIS  OF  INDIVIDUALS 
REJECTED  BY  VOCATIONAL  REHABILITATION 


As  part  of  the  analysis  of  the  needs  of  individuals  with  most  severe 
handicaps.  The  Urban  Institute  surveyed  a  group  who  were  rejected  from  their 
State  Vocational  Rehabilitation  agencies  as  being  too  severely  handicapped 
.to  achieve  a  vocational  objective.     These  were  persons  closed  in  status  08, 
28*'or  30  fpt  reason  of  severity.-^    This  population  represents  a  key  group 
of  potetltlAl  targetfl  f dr  i^an  independent  living  program  and  for  other  services 
such  as  those  described  in  Section  130  of  the  Vocational  Rehabilitation  Act 
of  1973.     Through  a  survey  of  approximately  900  persons  a  wide  range  of  infor- 
mation was  collected  about  their  historical  and  current  conditions,  their  per- 
ceptions  about  their  disability,  and  *their  service  needs. 

Survey  Instrument 

Given  the  current  emphasis  on  the  severely  handicapped  in  the  Rehabilita- 
tion Act  of  1973,  and  Che  lack  of  knowledge  aboiit  them,'  the  questionnaire 
'defijigned  by  The  Urban  Institute  covers  a^wide  range  of  topics.     In  order  to 
facilitate  the  interviewing  t5rocess/  participants  were  sent  a  portion  of 
the  survey  (Mail  Survey)  a  few  days  prion  to  being  interviewed.     The  Mail 
Survey  contained  questions  about  demographic  characteristics  and  participation 
in  social  activities  which  did  not  require  explanation  by  an  interviewer,  as 
well  as  questions  regaling  medical  expenditures,  health  insurance  coverage, 
and  family  income,  which  in  some  instances  required  the  respondent  to  examine 
personal  records.  ^ 

A 


1.     Status  OQ^ refers  to  clients  closed  from  referral,  applicant^  or 
extended  evaluation.     Status  28  refers  to  clients  closed  after  a  rehabilitatic 
plan  has  been  initiated.     Status  30  refers  to  clients  who  are  closed  after 
completion  of  a  rehabilitation  plan  who  were  Judged  to  have  unsuccessfully 
completed  the  program  (i.e.,  a  vocational  objective  was  not  achieved.) 

Ill  ^        ^  . 
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Respondents  were  interviewed  by  experienced  Interviewers  ^from  Chilton 
Research  Services.     The  Interview  form  contained  questions  on  service  utiliza- 
tion, current  service  needs,  equipment  utilization  and  needs,  transportation, 
archltecturajL  barriers,  fromemaklng,  labor  force  experience,  education, 
residentdLal  mobility,  and) functional  assessment. 

Survey  Design 

In  preparation  for  the  survey  of  severely  handicapped  individuals, 

•    .  v.  ' 

data  from  the  FY  1972  R-300  file  (the  data  file  on' all  personf"  who  contact 
RSA)  were  examined.*^    In  that  year,  67,962  persons  were  rejected  by  State 
VR  agencies  (closure  status  08,  28,  or  30)  because  of  the  severity  of  their 
impairment.     The  severely  disabled  who  \ifere  rejected  for  this  reason  in  1972 

were  compared  to  the  total  caseload  during  this  period  by  tace,  diagnostic  type, 

\  '  ' 

&ex,  State,  urban-rural  character  of  the  State,  and  regionaJL  location  in  order 

to  select  representative  eastern,  southern,  mldwestem  and  westeltn  States. 
Each  Sta,te  was  characterized  as  "average,"  "above  average",  or  ^*below  average" 
with  respect  to''  the  ratio  of  severely  disabled  individuals  to  its  total  dis- 
abled population.     Finer  discrimination^,  including  the  proportions  of  severely 
disabled  individuals'  by  diagnostic  type,  race,  and  sex  within  each  State  pro- 
vided no  useful  patterns  for  selection  of  the  St4tes. 

The  States  selected  for  the  survey  were  Colorado,  Connecticut,  Georgia, 
Idaho,  Indiana,  Maryland,  Minnesota,  New  York,.  North  Carolina,  Ohio,  Oklahoma, 
and  Washington,  which  provided  a  corss-sectldn  of  geographic  locale  and 
proportion  of  severely  disabled  to  the  total  disabled  population.  » 


2.     The  RSA-300  data  file  is  a  comprehensive  standardised  system  of 
statistical  reporting  on  the  complete  rehabilitation  process  for  every 
individual  coming  into  contact  with  VR.    FY  1972  covers  the  period  from  July  1, 
1971  through  June  30,  1972,  i^hich  overlaps  the  months  of  this  time  par^Lod  in 
which  QGiverely  handicapped  individuals  participating  in  the  VR  ourv^  were 
rejected.  | 
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The  General  Counsel  of  the  Department  of  Health,  Education,  and  Welfare 
issued  an  opinion  on  Confidentiality  which  required  the  gtate  Vocational 
Rehabilitation  (VR)  agencies  to  obtain  consent  from  individuals  participating 
in  the  study  prior  to  being  contacted  by  The  Urban  Institute.    Utilizing  the 
R-300  data  file,  the  States  provided  The  Urban  Institute  with  a  list  of  persons 
closed  in  statyis  08,  38,  or  30  by  reason  of  severity  during  the  period  from 
September  1,  1972  through  August  31,  1973  who  consented  to  participate  in 
this  study.     This  period  was  selected  so  that  persons  interviewed  would  have 
b'een  rejected  by  VR  within  1  to  2  years  of  being  interviewed,  so  that  a  large 
proportion  of  the  addresses  were  current  and  at  the  same  time  enough  j 
time  had  elapsed  to  study  the  adjustments  these  persons  had  made  in  the  absence 
of  VR  assistance.    People  rejeated  by  VR  whose  primary  disability  was  mental  ^ 
illnessj  mental  retardation,  alcoholism,  drug  addiction,  or  character  disorder, 
were  excluded  from  the  sample. ^    Many  of  these  individuals  woulA  have  required 
approvals* of  guardians  or  institutions  and  special  questfionnaires  constructed 
to  d^t^^fth  their  unique  problem*^,  for*  which  there  was  insufficient  time. 
\ Special  analyses  of  these  groups  were  obtained  from  other  sources. 

N    The  final  sample  size  of  889^persons  interviewed  comprises  slightly 
over  1  percent  of  the  persons' rejected  for  severity  during  FY  1972.     I^  was 
not  possible  to  reach  the  original  goal  of  1,000  interviews  within  the  time 
frame.     The  largest  obstacle  wag^^at  a  significant  number  of  persons  rejected 
could  not  be  located;  some  had  died,  many  had  moved,  leaving  no  forwarding 
address  or  telephone,  and  some  were  working  (most  VR  agencies  did  not  attempt 
to  locate  persons  after  working  hour-e)  .     The  resourcefulness  and  staff  time 


/  3.     Ti<?elve  persons  in  these  categories  were  included  despite  the  instructions 

'    to  exclude  these  disability  types.     Tight  of  these  12  were  '^character  diHorders/* 
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available  to  the  various  State  agencies  coffered  widely  also.    At  a  minimum, 
the  State  agencies  sent  letters  and  then  made"  at  least  one  attempt  to  contact 

\  • 

by  telephone  those  whofailed  to  reply;  at  maximum,  the  counselor  who  had 
dealt  with  the  respondent  at  the  time  of  VR  contatt. went  to  his  or  her  home, 
explained  the  study,  and  requested  cooperation.  ,  These  different  techniques, 
as  well^as  regional  differences  in  willingness  to  participate,  affected  the 


ERIC 


size  of  the  sample  obtained  in  e^h  State.    Other  difficulties  encountered 

included  suspicion  or  apathy  on>^the  part  of  individuals  contacted,  many  of  ' 

whom  feared  losing  current  benefits,  such ^as  Supplementary  Security  Income. 

Some  feared  that  they  would  be  "forced"  to  take  a  job  even  though  they  were 

physically  unable,  and  oilers  felt  that  a  survey  would  serve  no  purpose. 

Persons  in  rural  southern  areas  wer6  generally  more  willing  to  participate 

and  less  fearful  of  the  adverse  consequences  of  participation  than  those 

in  more  industrialized  northern  States.    Table  7-1  sinmnarizes  the  regional 

and  State  differences  between  ttie  original  sample. goals  and  the  actual 
» 

sample  obtained;     In  addition  to  the  problems  encountered  in  locating  and 
obtaining  permission  from  a  sizable  number  of  individuals,  a  disproportionate 
number  of  them  lived  outside  of  large  urban  areas,  so  that  interviewers  often 
had  to  travel  considerable  distances  or  to  forego  interviews  in  many  of  the 
outlying  rural  areas  (l2.5  percent  of  the  interviews  were  from  population 
centers  of  less  than  5,000  peroons). 

It  appears  that  handicapped  persons  who  live  in  areas  of  less  than  100,000 
people  have  a  much  greater  chance  of  being^ejected  by  VR  agencies  than  those 
in  large  urban  centers.     For  example,  a  few  more  persons  were  rejected  in 
Utica,  New  York  than  in  Buffalo  and  Rochester  combined,  despite  the  fact  that] 
the  combined  population  of  the  latter  two  cities  is  more  than  seven  times 
the  population  of  Utica.     The  apparent  reason  for  a  greater  degree  of  rejection 
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in  the  smaller  population  centers  seems  to  be  lack  of  available  supporting 
services . 

Because  of  the  difficulties  in  obtaining  a  sample  of  consenting  ind^iduals 


in  each  of  the  12  States,  it  was  not  possible  to  further  specify  |^^^^^-^ 
by  age,  sex,  race,  and  disabling  condition.,,   All  consenting  persdi|^^thin 
a  30-mile'  radius  of  a  major  urban  center  and  a  minimum  of  a  10  percent  rural 
sample  were  selected  for  study.  " 


Table  7-1 

Number  of.  Persons  Interviewed  £i>  VR  Survey 


Original  Number  of  Number  of  Interviews 

Region      State  Inter^ews  Expected    Actually  Obtained 

    .  r\ 

EAST         Co^inecticut  55  "at 

\       New  York  142  -95 

Maryland  75  ^^-fa.  .114 

^  272'       (27%)  ^      227  (25%) 

SOUTH   ,     Georgia  130  

North. Carolina  120  i|7 

250     ^  (25%)  -»  284  (32%) 

MIDWEST    Indiana  55  •  28 

Minnesota  60  •  

Ohio.....  130  ^ 

2-45        (25%  204  (23/,) 

WEST         Colorado  68  38 

Idaho  .45.   •••14 

Oklahoma  45. 1  •  ••  

Washington...'  .^75  

,  233        (23%)  174  (20%) 

NATIONAL  TOTAL  1,000        (100%)  -    '889  (100%) 
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The  samples  drawn  fronw^ach  region  are  ^ughly  proportional  to  thje  actual 
number  of  severely  disabled  within  each  region.     Owing  to  the  factors  mentioned 
before.  State  sample  sizes  varied  from  original  sample  estimates  and  are  not 
to  be  considered  representative  of  the  number  of  hand^apped  in  that  State.* 
As  Table  1  indicates,  the  number  of  expected  and  obtained  interviews  by 
region  are  similar  enough  to  permdt  , appropriate  statistical  comparisons 
of  regional  and  national  data. 

Major  Areas  of  the  VR  Survey  Analysis 

This  chapter  of  the  report  highlights  some  of  the  major  areas  of  investiga- 
tion covered  by  the  survey.    Additional  survey  results  may  be  found  in  the 
chapters  which  discuss  transportation  issues,  architectural  barriers,  geographical 
mobilit>j^  employment,  and  definitions  of  disability. 

The  first  section  of  this  chapter  describes  the  basic  sociodemographic 
and  income  characteristics  of  the  surveyed  population.    The  second  section 
focuses  on  the  physical  condition  of  the  sample;  the  different  disability  types 
are  described  as  well  as  the  level  of  physical  functioning  of  the  bample  and 
the  relationship  between  physical  conditio^^  age,  and  employment  patterns .  The 
last  section  focuses  on  the  services  and  equipment  which  these  individuals 
received  and  their  perceptions  of  their  current  equipjnent  and  service  needs. 

MAJOR  CHARACTERISTICS  OF  INDIVIDUALS 
CLOSED  BY  VOCATIONAL  REHABILITATION 

'In  pl^esenting  the  salient  characteristics  of  individuals  interviewed, 
this  secti9n  includes  background  data,  which  are  important  for  understanding 

A.     Estimates  of  the  numbet"  of  severely  handicapped  individuals  closed  in 
status  08,  28,  and  30  by  reason  of  severity  were  based  on  the  FY  1972  R-300 
•    files:  in  a  few  Instances,   (^.g.,  Connecticut)  state  estimates  were  considerably 
higher  than  the  actual  number  available  during  the  time  period  selected  for 
study  and  thus  the  obtained  sample  falls  short  of  the  expected  sample.  Shifts 
in  the  proportion  of  "mental"  rejects  (codes  500-534)  accounted  for  most  of  the 
differences  between  expected  and  actual  sample. 
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later  Sections  oh  physical  condition  and  service  needs  and  help  to  illustrate 
th^  various  factors  that  must  bfe  dealt  with  in  defining  severity  of  handicap 
and  in  develop'ing  public  policies  for  this  population. 

The^samp^Le,  like  the  total  VR population,  was  predomlnat^ily  cdmposed  of 
white  males.    Of  the  Sample,  61  percent  were  male;  and  72  percent  of  this 
total  sample  were  white,  25  percent  black,,  and  only^  percent  Hispanic, 
American  Indian, -Oriental,  ox  other  ]^^®*  / * . 

Table  7-2  illustrates  that  our  sample  of  the  severely  handicapped  rejected 
by  V6cational  Rehabilitation  is  largely  urban.    Fifty-eight  percent  of  this 
population  lives  in  a  large  city  or  a  suburb  of  a  large  city. 

«       •  Table  7-2  ^ 

Area  of  Residence  of  VR  Sample 


Number 

Percent 

.462 

A5.2 

.111 

12.5 

.136 

15.3 

.  31 

'  3.5 

li.o 

..11(0 

^12.4 

.  .  1 

*;o.i 

..889 

100.0 

Large  City  Tover  100,000)   

Suburb  of  Large  City   

Small  City  (2^,000  -  100,000).   

Suburb  of '  Small  City...  J  

Small  Town  (5,000  -  25,000)  

Rural  (farm,  ranch,  town  of  less  than  5,000.)  

No  Answer  

TOTAL  •  •  

 1  7  :  ;        ~  ^" 

'»  « 

*  Table  7-3  indicates  that  sizable  numbers^  of  the  persons  surveyed 

*  ] 

had  a  relatively  low  educational  level.     Fully  20  percent  had  less  than 

a  seventh  grade  education,  35  percent  had  completed  between  seventh  and  tenth 

grades  of  school.     On  the  other  end  of  the  -spectrum,  11  percent  had 

gone  to  college  or  graduate  school. 
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Table  3 

Last  Grade  In  School  Completed  by  VR  Sampl^ 


Grade                     '  . 

Number- 

Percent 

0   

1.7 
18.3 
35.0 
33.9 
9.1 
1.7 

13-16  

17-28   .  :  

Misslnfr,  No  Answer,  Don't  Know...  

.3 

100.0 

TOTAL  , . . 

Perhaps  on^  of  the  most  striking  findings  of  the  survey,  which  have 
far-reaching  Implications  for  designing  policy  alternatives  for  the  severely 
handicapped,  is  the  age  distribution  of  the  sample.  As  Table  7-4  indicates, 
the  individuals  sampled  are  at  the  upper  end  of  the  age  spectrum. 

Table  7-4 


Distribution  by  Age  of  VR  Sample  « 

Age  Range 

Number 

Percent 

*     81  " 

9.1 
13.1 
10.9 
15.2 
19.6 
19.9 
•9.3 
2.4 
0.1 

100.0 

31-40  

46-50  

56-60  

61-65  

66+  

....  1  ,|, 

136 


119 


■  ■    .  /•    • ; 

About  half  of  the  sample  population  a^e  over  50  years *of  age,  arid  approxi- 
mately two-thirds  are  older  than  45.    Only  a  third  of  the  sample  are  under  A6. 
This  age  distribution  has  an  important  effect  on  the  kinds  of  income  these 
people  have,  the  kinds  of  services  they  need,  their  employability ,  and         ,  ' 

.their  living  si.tuation.    ^  ^ ' 

,  \ 
As  one  would  expect  of  an  ol<fer  population,  a  Iparge  percentage  are 

married,  ^llve  with  their  family,  and  are  homeowners.    As  shown  by  ^able  7-5, 

60  percent  o^  the  sample  are  married,  with  only  15  percent  single. 


Table ^7-5 


Marital  Status  of  VR  Sample 


Status                                                                                      Number  Percent 

Single..'  ,  131      s  IA.7 

Married   T.  531  59.8 

Separated/divorced   160  18.0 

Widowed.  ,                                                         66  .  7. A 

No  answer  •                             1  0.1. 

TOTAL....'   ..   .889  .  100.0 


^  '      Given  the  large  percentage  who  are  married  and  the  relatively  high  age 
rang^  of  the  sample,  it  is  not  surprising  that  8l" percent  live  with  their 
family,  including  A3  percent  who  have  chil3ren  living  with  them.    The  total 

number  of  persons  in  the  household  averaged  between  2oand  3  persons.  Three 

V.  -  ■ 

percent  of  the  persons  surveyed  were  living  in  nursing  homes  or  other  in&ti- 
tutions,  15  percent  lived  alone,  31  percent  li'^d  with  one  other  person,  20 
percent  were  in  households  of  3  persons,  another  20  percent  had  4  or  5  persons 
in  the  household,  and  11  percent  Jived  in  households  with  6  or  more  persons. 


i. 
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The  living  arrangements  of  the  population  are  illustrated  in  Table  6. 

7  ^able  7-6         >  .  o 

Living  Arrangements  of  VR  Sample 

Arr^gement  ^  /  NucAer.  Percent 


House  -  owned  by  self  or  family....  .•483^  54.3 

House  -  rented  ^  184  20 . 7 

Apartment,  condominium,^  or  trailer  -  owned                           38  4.3 

Apartment,  condominium,  or  trailer  -  rented.   137'  15.4 

Rooming  house ,  rented  room,  o;r  hotel  *. .     • .  15  1.7 

Nursing  home,  sheltered  care  home,  or  hospital                     30  3.. 4 

No  answef                                                                                   2  0.2 

T^OTAL . '  ;  /  889  100 .0 


In  looking  over  Table  7-6,  two  interesting  observations  can  be  made. 
First,  59  percent  of  the  sample  live  in  a  house,  dpartment,  condomlitium, 

or  trailer  which  is  owned  by  %he  Individual  or  his  family.    Second,  only  1.7  ' 

^^"""^^ 

percent  live  in  a  rooming  house,  rented  room,  or  hotel,  a  situation  which 
connotes  social  isolation  and  poor  living  conditions^ 

While  the  home  ownership  figure  appears  rather  la^rge  at  first,  glance, 
it  should  be  noted  that  the  home  may  not  be  owned  by  th^  disabled  individual 
but  by  a  member  of  his  family.     It  should  also  be  noted  that  in  1969,  71  percent 
of  nonfarm  families  headed  by  an  individual  65  an^^over  owned  their  o^m  homes. ^ 

Income  data  were  collected  by  household,  not  by  individual,  so  caution 
should  be  maintained  while  looking  at  the  distribution  of  income  (Tal)le  7.7)^  xt 
should  also  be  noted  that  the  .income  data  are  self-reported  and  have  not  been 
validated  through  any  means  other  than  normal  editing  checks. 


5.    Survey"Research  Center,  1969  Survey  of  Consumer  Finances  (Ann  Arbor, 
Mich.,  University  of  Michigan,  1970). 
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Table  7  -7 
Total.  Family  Income,  1973;  ih^  Sample 


Income  (In  dollars)  '        Number  Percent 

1  -  1.000                                                                           12  1.5 

1,001  -  2,000    f........\  ..78'v  9.5 

2,001  -  3,000  ...120     .     -  14.5 

'  3,001  -  4,000  ^  99  12.0 

4,001  -  5,000                                                                           76  9.2 

5,00r  -  6,000.....  )S  9.5 

.  6,001  -  7,000  '.^                                                                 60  7,3 


7,001  -  8,000..;...........   54  6.5 

8,001  -  9,000   ...4  '   47  ^5.7 

9,001  -10,000   39  4.7 

10,001  -12,000.  :  f  ^   52  6.3 

12,001  -15,000  •   53  6.4 

15,061  -20,000   36'  4  4 

20,001  +   21  -  2.5 


Table  1^1  Indicates  the  family  income  of  severely  handicapped  rejected 
froin  VR  covers  a  wide  range.    Whil§  a  significant  portion  of  the  sample  — about 
19 •"fe  percent— have  incomes  of  over  $10,000,  a  rather  large  percentage  is  in 
the  poverty  range.    Eleven  percent  have  incomes  of  $2,000  or  less,  and  one-, 
quarter  of  the  sample  have  incomes  under  $3,000. 
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In  order  to  further  understand  the  family  income  picture  of  the  severely 

handicapped,  it  is  important^to  look  at  the  vario^is  sources  of  income  and  assess 

their  importance,  as  illustrated  in  Table  7-8,  where  a  number  of  interesting 

points  can  be  discerned.    First,  almost  43  percent  ^f  the  families  of  the  sam- 
-j    ■  -  -  '  •  . 

pie  receive  Income  from  wages,  which  ranks  highest  in  mean  income.    Since  only 

a  small  percentage  (about  11  percent)  of  the  severely  handicapped  are  working  ; 

now  or  have  wbrked  in  the  last  year,  this  indicates  that  other  family  members  " 

are  supporting  the  disabled  individual.  -Second,  a  rather  high  percentage 

receive  substantial  dividend  and  interest  income.    The  m^an  income  from 

this  source  is  $1,550.    Since  the  population  is  older, -It  is  possible  that  this 

high  dividend  and  interest  income  reflects  interest. on  their  lifetime  savings 

from  work.    Third,  while  the  mean  family  income^  is  $6,811.  it  should  be  noted 

again  that  almost  25  percent  of  the  sample  have  incomes  under  ,$3,000  (Table  V?). 

Finally,  Social  Security  reaches  the  largest  number  of  the  sample  population, 

'  t 

with  73  percent  getting  income  from  that  source. 

While 'the  level  and  sources  of  income  provide  useful  statistical  informa- 
tion  in  the  analysis  of  otiE,^ sample,  what  financial  insecurity  can  mean  to  a 
disabled  individual  is  not  really  captured  in  numbers.    Statements  from  or  ' 
about  handicapped  individuals  included  in  our  survey  more  vividly  illustrate 
the  impact  of  financial  deprivation  on  the  severely  handicapped. 

The  first  statement  concerns  a  45-yealr-old  man  who  lives  in  rural  Indiana 
with  his  wife  and  three  teenage  children.    At  the  end  of  the  interview  with  him 
the  Interviewer  had  this  comment: 

•4 

He  was  very  nice  and  tried  to  answer  to 'the  best  of  his 
ability.    His  one  question  was  how  is  he  supposed  to 
raise  his  three  children  on  $120  a  month.    That  is  what  » 
he  is  getting  from  Social  Security.    He  does  not  feel 
as  if  he  is  able  to  do  his  part.    He  tried  to  conmit 
suicide. 


140 


f 

123 

\ 

« 

Table  7-8 

• 

Source  of  Family  Income  of  VR  Sample,  1973 

V 

X 

Source  of  Income 

Number 
receiving 
Income 

Percent 
receiving'" 

income 
from  source 

Mean  income 
fpr  those 
receiving 

from  source 

* 

Wages 

343 

42.7 

Non^farm  self-employment 

2  ^ 

Operating  a  farm 

14 
10 

2.0 
1.1 

5,902 

3  ,U /O 

Social' Security 

616 

73.1 

9  RLQ 

Dividends  and  interest 

93 

11.1 

1    '\^7 ' 
i  ,  33  / 

Public  assistance 

172 

'21.3 

Unemployment  compensation 

202 

23.8 

9  SSfi 
£.  y  J  J  \j 

Private  pensions,  trust 

97 

11.5 

9    1  A  A 

Receipts 

76 

9.4' 

1  219 

Mean  family  income 
« 

823 

6,811 

1.     Percentage  totals  exceed 

100%  because  clients 

may  have  received 

Income 

from  several  sources. 
2.    Part-time  farmers  not  included. 
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Another  comment  which  illustrates  the  devastating  impact  o^jl: poverty  refers 

to  a  man  who  lives  in  rural  North  Carolina  with  his  wife,  three  children,  and 

two  grandchildren.     He  suffers^rom  hypertensive  heart  disease.    At  the  end. 

of  his  interview,  the  interviewer  wrote  this  comment. 

^The  respondent  told  me  about  one  condition  at  his  home 
which  I  thought  was  absolutely  terrible.    He  said  his 
electric  water  pump  failed  so  he  put  a  hand  pump  on  it 
and  pumped  rats  out  of  his  well.    He  thinks  a  rat  probably 
stopped  up  his  electric  pump.     His  family  now  hauls  water 
from  a  neighbor's  home. 

Another  individual,  a  blind  chemist  who  is  currently  completing  work  for 

his  Ph.D. ,  indicated  he  had  pulled  his  own  tooth  because  he  had  no  money  to  pay 

a  dentist.     He  is  supported  solely  by  Social  Security,  which  pays  him  $300 

J      J  ^ 

per  month. 

PHYSIGIAL  CONDITION  . 

♦ 

The  VR  Survey  contains  three  major  types  of  indices  to  describe  the  re- 
spondent's, physical  condition.     These  measures  were  utilized  in  order  to 
describe  the  tjrpe  and  extent  of  the  disabling  condition (s)  in  the  VR  population 
surveyed,  ^as  well  as  to  determine  the  relationship  between  type  and/or  severity 
of  disability  and  other  factors  such  as  age,  service  needs,  and  employment 
status.  > 

The  indices  used  were jthe  R-300  disability  .code,  the  Barthel  Index,  which 

measures  the  need  for  assistance  in  self-care  and  mobility,  and  a  functional 

k 

limitations  scale,  which  focuses  on  the  degree  of ' difficulty  experienced  by 
the  disabled  in  performing  activities  of  daily  living. 
Disability  Types  ^ 

The  R-300  code  is  the  statistical  code  used  by  the  Rehabilitation  Services 
Administration  (RSA)  to  describe  thfe  primary  and  secondary  disability  of  ^1 
applicants  for  vocational  rehabilitation.     In  our  survey  of  individuals  rejected 
by  VR  because  of  severity,  only  the  primary  disabling  condition  was  utilized. 
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The  respondent's  primary  R-300  code  was  obtained  from  the  State  VR  records, 
where  It  is  entered  at  the  time  of  first  referral  by  the  counselor.  These 
diagnostic  codes  have  several  limitations. 

1.  Many  of  these  codes  involve  a  combination  of  etiologic  factors 
and  ^ype  of  impairment^  whereas  others,  such  as  epilepsy,  focus,  on  etioldgy 
rather  than  on  type  of  physical  impairment. 

2.  The  codes  appear  to  be  completed  .somewhat  inccnsistently .    In  some 
instances  the  current  reason  for  referral  to  VR  is  listed  (as  in  the  c^se 

of  problems  with  teeth  or  gums)  even  though  it  may  be  quite  minor  in  compari 
son  to  the  ujajor  disabling  condition  of  the  respondent.    In  other  instances, 
the  major  "physical"  condition  is  listed,,  even  thoiigh  this  condition  was 
not  relevant  to  the  person  s  need  for  VR  services  and  was  at  best  secondary 
to  the  "major  disabling  condition.     For  example,  congenital  heart  disease 
might  be  listed,  when  chronic  alcoholism  best  described  both  the  major  dis- 
abling condition  and  current  reason  for  VR  referral. 

^As  discussed  in  the  section  on  definitions ,  the  diagnostic  label  is 
only  minimally  related  to  the  severity  of  disability.    Hence,  we  could  not 
use  the  R-300  codes  to  clearly  establish  the  degree  of  functional  limitation 
of  the  disabled  in  our ^survey.    However,  R-300  data  are  provided  to  describe 
the  pihysical  condition  of  the  disabled,  since  many  people  i^n  rehabilitation 
are  familiar  with  this  classification  syfetem. 

In  the  population  surveyed,  450  respondents  (51  percent)  had  some  type 
of  orthopedic  impairment  (Table  7-9).    The  most  frequent  type  w£^  impair- 
ment  of  the  trunk,  back,  or  spine,  followed  by  impairment  of  one  or  both 
lower  limbs  and  impairment  of  three  or  more  liipbs. 
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The  only  oth^r  frequently  occurring  R-300  diagnostic  category  in  our 
satnple  was  "cardiac  and  circulatory  conditions,"  comprising  18  percent  of  the 
total  sample.     Epilep^sy  and  "allergic,  endocrine,  metabolic  disorders"  each 
comprised  about  five  percent  of  the  total. 

Orthopedic  impairments  were  analyzed  by  type  of  limb  (or  trunk)  impaired 
and  by  ©tiology  (cause)  of  the  impairment.     The  mo^t  frequent  cause  for  ortho- 
pedic impairments  (Table  7-10)  was  "accidents,  injuries  and  poisoning," 
followed  by  "arthritis  and  rheumatism."  Z?^'' 

.<> 

Table  7-X0 

Etiology  pf  Orthopedic  Impairments,  VR  Sample 

 ^ — ' — ^ — ^  r  

.  .  1  %  of  Total 

Peculation 

Etiology  ^     Numbfer  Surveyed 

Cerebral  Palsy  ....  1  '  17  ,  1.9 

Birth  Injuries   6  .     «i  7 

Other  dise^aises,  infections  and  neurological 

disorders  .    54  6.1 

Arthritis  and  Rheumatism   85  1.6 

Stroke  ^  .   .   .  34  .     .  3.8 

Polio.  .   ;   .    12  1.3 

MuscuJi^r  Dystrophy   3  .3 

Multiple  Sclerosis  •  •   •  ^  '  •   •  23  2.6 

Parkinson's  Disease   4  .4 

Quadripl^gia,  Paraplegia,  because  of  spinal 

cord  injury   11  1.2 

Accidents,  Injuries,  Poisonings   200  22.5 

Undetermined   1   *  ^ 

TOTAL   450  50.6  * 


14  0 
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Measures  of  Severity  ^ 

The.Barthel  Index  is  a  scale  which  measures  a  person *s  ability  tQ 
physically  fxmction  independently,^    The  Bartliel  Index  contains*  '^seljE-care" 
items  which  are  considered  basic^^^j;<r^n  individual's  ability  to  care  for 
himself  (drinking,  eating,   dressing,  grooming,  washing,  controlling  urination 
and  bowel  movements^  and  putting  on  brace  or  artificial  lisb)  and  additional 
••mobility"  items  which  pertain  to  the  ability  to  mova  around  without  assis^ 
tance  (getting  in  otr  out  of  chairs,  toilets,  showers,  walking  50  yards  and 
walking  up  one  flight  of  stairs) .    Respondents  were  asked  whether  they  could 
perform  each  activity  ••by  themselves,"  •'with  assistance  or  in  the  presence  of 
another  person, ••  or  not  at  all*  ^ 

Th^  Barthel  Index  was  originally  used  in  clinical  settings  to  evaluate 
a  patient •s  state  of  independence  bkfore  treatment,  hia  progress  during  ^ 
treatment,  and  his  status  when  toM^^um  benefit  had  been  attained.    Thus,  it 
provided  a  measure  of  an  individual's  progress  toward  Indapandent  functioning 
in  the  areas  mentioned.    Environmental  factors  such  as  availiriilllty  of  help 
(e.g.,  for  dressing,  eating),  architectural  barriers,  or  presence  of  special 
devices  (e.g.,  stairs,  grab  bars,  ramps,  etc.)  can  influence  the^ Barthel 
score,  since  an^indivldual  who  can  perform  the  activity  alone,  even  with 


6.    The  original  BartfiSsl  Index  was  modified  by  Dr.  Carl  Granger  at  Tufts 
New  England  Medical  Center  Rehabiiitation  Institute  for  the  purposes  of  this 
study.    Originally,  the  scale  was  to  bo  completed  by  trained  physical  thera- 
pists or  nurses Jafter  observation  jot  the  patient's  behavior.    In  the  VR  survey, 
interviewers  asked  the  respondent  whether  they  could  perform  each  activity 
by  themselves,  with  assistance  rrom  others,  or  not  at  all.' 
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the  help  of  special  devices,  receives  a  perfect  score.    One  of  the  limit'atibns 
of  the  Barthel  Index  is  that  it  does  not  differentiate  between  people  who 
can  do  activity  with  n9  difficulty  and  those  who  have  considerable  difficulty 
but  can  still  manage  alone,  nor  does  it  indicate  the  length  of  time  needed  to 

■  i 

perform  the  task.    Therefore,  the  score  must  be  construed  as  the  interaction 
of  the  person's  physical  condition  with  environmental  conditions.    In  the  . 
VR  survey,  Barthel  scores  were  used  as  an  index  of  severity  in  determining 
the  extent  tq  which  physical  condition  was  related,  to  type  of  disability, 
age,  functional  limitations,  service  needs,  and  employment  status.^ 

As  a  supplement  to  the  Barthel  Index,  11  survey  items  pertaining  to 
ability  to  function  in  other  areas  of  daily  living  were  added:  operating 
household  appliances,  taking  medicine,  getting  in  or  out  of  bed,  sitting  for 
more  than  one  hour,  lifting  or  carrying  weights  of  10  pounds,  stooping  or 
kneeling,  reaching  with  both  arms,  using  hands  and  fingers,  using  the  tele- 
phone, operating  a  TV  or  radio,  and  admitting  visitors.    Answers  to  these 
questions  would  indicate  whether  respondents  could  perform  activitieg  which 
are. required  almost  daily  if  one  is  to  perform  minimal  household  taske, 
such  as  cooking,  cleaning,  and  lifting  items,  and  to  maintain  communication 
with  others,  as  by  admijcting  visitors  or  using  a  telephone. 


7.     Total  Barthel  scores  were  computed  using  a  scoring  system  devised 
by  Dr.  Carl  Granget  (see  footnote  5).    Dr.  Granger's  description  of  the  scor- 
ing categories  varies  slightly  from  the  briefer  presentation  in  Table  7" 7;  21- 
61  was  labeled  "markedly  to  moderately  dependent,"  and  62-90  was  "mjrderately 
to  slightly  dependent." 
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Survey  Findings 

On  the  basis  of  the  Barthel  Index,  45  percent  of  the  surveyed  population 
were  found  to  be  completely  Independent  In  self-care  and  nobility.  Another 
14  percent  were  "slightly  dependent",  30  percent  were  '^moderately  dependent". 


and  only  11  percent  "severely"  or  "totally"  dependent  (Table  7-11) . 


Table  7-11 
Total  BSrthel  Scores  for  VR  Sample 


: —  

Total  Barthel  Score 

0-20  (totally  dependent)  . 
21-61  (severely  dependent) 
62-90  (moderately  dependent 
91-99  (slightly  dependent) 
100      (Independent)  .   .   .  . 
Undetermined   


Number 

Percent 

28  . 

.  .  3.2 

68  . 

•  •  •  «  • 

.  .  7.7 

263  . 

.  .  29.6 

122  . 

.  .  13.7 

398  . 

.  .  A4.8 

9  . 

.  .  1.0 

888  • 

•  .100.0 

1 


Using  the  Barthel  Index,  th^e  Is  strikingly  little  evidence  of  over- 
whelming physical  limitations  of  people  in  our  sanple  who  were  rejected  from 
VR  because  of  the  severity  of  their  disability,  '  It  must  be  renesbered  that 
.a  "perfect"  Barthel  score  can  be  obtained  if  a  person  con  perform  all  tasTcs 
Independently,  regardless  of  the  degree  of  difficulty  involved.  However, 
even  after  difficulty  In  performance  of  daily  functions  was  examined  (Table 
7-12),  the  overall- conclusion  remains  the  some — most  people  rejected  for 
severity  can  perform  almost  all  activities  of  daily  living  (ADL)  and  per- 
form  them  without  difficulty.    Only  two  of  the  11  items  (lifting  weight  of 
10  pound^^nd  "stooping,  bending,  or  kneeling")  were  either  impossible  or. 
difficult  for  a  majority^  off  those  people  in  our  sample* 
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Table  7-12 


Degree  of  Difficulty .in  Performing' Activities 
of  Daily  Living,  VR'  Sample 


* 

Can  _do 
with  no 
difficulty 

Can  do\. 
with  some 
difficulty 

Cannot 

xio 
at  all 

1 

Total 

Functional  Limitation 

Operating  household  appliances  .  - 

Percent 
.   .    56      .  . 

Percent 
24      .  . 

Percent 
\7. 

Percent 
.  97 

.   .  85 

.  ^  o 

-  5  . 

.  96 

.     71      .  . 

22 

"6  . 

.  99 

Sitting  for  more,  than  an  Hour 

.,.64      .  . 

.  29 

7  . 

.  100 

Lifting  or  carrying  weights  of 

,   .  31 

27 

41  .' 

.  99 

Stooping,  bending,  or  kneeling  . 

24         .  . 

.  41 

30  . 

•    95  ^ 

neacning  wii^n  oonn  arms     •   •   •  .v 

27 

1  7 

99 

29 

.100 

.    .     85       .  . 

-i^  10 

4  .. 

•  99 

Operating  TV,  radio,  or  stereo  . 

.  .90      .  . 

6 

.100 

Admitting  Visitors  to  your  home 

.  '.    84      .  . 

9 

7  . 

.  100 

1.    Total  mpy  not  equal  100  percent  because  of  rounding  and/or  some  small 
number  of  respondents  who  were  undecided  about  the  appropriate  response. 
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V.in  light  of  these  startling  findings,- we. examined  the  survey  data  in  * 
considerable  depth  in  order  to  learn  of  possible  realsons  for  rejection 
other  than  the  severity  of  disability.    Of  particular  iuterest  were  variables 
such  as  age,  previous  work  experience,  and  motivation.    In  our  survey  of 
providers  of  VlR.  services,  these  three  items  were  ranked  highest  In  actually 
influencing  most  counselors'  decisions  to  adcept  or  xeiect  aevereiy  handi- 
capped  individuals*     (See  Section  VI.) 


Ape  and  Severity  of  Disability 

A  strong  relationship  was  found  between  age  and  severity  of  disability,  | 

■  fj 

as  measured  by  the  total  Barthel  score  (Table  7-7:    The  most  aeverely  dis-  , 
abled  age  grou|J  surveyed  was  the  young  (ages  16  to  30),  with  10  percent 
being  totally  dependent  for"^  self -care  and  mobilltzy  and  32  percent  severely 
dependent.    As  age  increased,  the  percentage  of  respondents  Who  were  totally ^ 
or  severely  dependent  decreased  (A3  percent  in  the  l6-to*-30  age  range,  lA 
percent  of  those  31-to-AO, 8  percent  of  respondents  Al-50  years  of  age,  and 
A  percent  of  the  respondents  who  were  51-60  yeaxs  of  age. 
Respondents  who  were  classified  "independent"  In  ADL  functioning j  however, 
were  almost  equally  distributed  throughout  the  age  g|roupa. 


Table  7-l>^ 


Age  and  Severity  of  VR  Sample  as  ^Measured  by  the  Barthel  Index 


ARB  . 

Totally 
Dependent 
(0-20) 

Severely 
Dependent 
(21-61) 

Moderately 
Dependent' 
(62-90) 

Slightly- 
Dependent  ' 
(91-99) 

Independent 
(lOQ) 

Total 

N 

% 

N 

% 

N 

% 

N 

1 

N 

% 

N 

16-30 

10 

10.4 

31 

32.3 

15 

15.6 

9 

9.4 

31 

32.3 

96 

i(5b 

31-AO 

2 

1.7 

14 

11.9 

29 

24.8 

16 

13.7 

56 

47.;  9 

117 

100 

41-50 

8 

3.6 

9 

4.0 

71 

31.6 

35 

15.6 

102 

45.3 

225 

100 

51-60 

6 

1.8 

6 

1.8 

114 

33.9 

50 

14.9 

160 

47,6 

336 

100 

61+ 

2 

1.9 

6 

5  7 

35 

33  4 

 =»— 

12 

11.4 

50 

47.6 

105 

100 
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From  the  data,  it  appears  that  age  is  an  important .reason  for  rejection — 
i.e.,  a  si&able  portion  .of  the  young  are  actually  rejected  for  severity  while 
older  persons  are  rejected  for  other  reasons,  perhaps  becj^use  the  cannot  as 
readily  be  trained  or  placed  in  jobs  as  younger  persons  with  similar  physicUl 
problems.  f 

Of  particular  concern,  however,  is  the  fact  that  57  percent  of  the 
jyfeopla  under  40  years  of  age  were  physicjklly  independent  or  only  ^lightly 
dependent  and  still  rejected  by,  VR  on  the  basis ^of  severity.     In  an  effort 
to  learn  more  about  these  people,  we  examined  responses  to  questions  on  i 
motivation  and  work  e^erience .    We  also  analyzed  other  fact;ors  such  }6s 
educational  background,  possible  financial  disincentives  to  work,  'other 
physical  limitations,  geographic  locale,  and  other  obstacles, to  working. 

Motivation  and  Work  Experience     '  V  „  ^    »   •  . 

Young  people  (16  to  40  years  of  age)  rejected  by  VR  who  were  independent 
,  or  only  slightly  dependent,  accorj^ng  to  the  Barthel  Index,  were  analyzed  by 
work  history  and  motivation  to  work.     Three-quarters  were  found  to  have  had 
recent  work  experience,    ^^n  percent  were  currently  employed,  and  65  percent 
had  worked  within  four  years  of  the  tijie  they  were  rejected  by  VR  (Table 
7-14).°    Many  of  these  people  had  managed  to  find  jobs  op  their  own  despite 
being  disabled,  as  evidenced  by  the  fact  that  over  half  (57  percent)  had 
worked  since  the  onset  of  their  disability.  * 


8.     Persons  over  40  years  of  age  who  weife  functionally  independent  or 
•nearly  so  were  similar  in  that  almost  three-q^rters  had  recent;  work  experienc 
and  wanted  to  work.^  ^  ' 
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Persons  who  stated  that  they  were  "not  working"  rathpr  than  "retired 
early  because  of  disability"  were  asked  whether  they  wanted  to  work.  Of 
these  42  persons,  40  stated  that  they  xvanted  to  work,  and  only  two  (who  had 
worked  recently)  were  not  certain.    No  one  indicated  that  he  or  she  did  not 

want  to  work.     Hence,  poor  motivation,  as  measured  by  ^expressed  desire  to 

»  .  * 

work,  does  not  seem  to  be  a  factor  in  rejection.  ,  t 

i 

In  short,  almost  half  (46  percent)  of  individuals  of  prime  working  age 

who  were  functionally  independent  or  only  slightly  dependent  aijd  rejected  by 

VR  because  of  severity  had  either  found  employment  or  wanted  to  work  and 

possessed  recent  work  experience. 

;        •     N  ■  .;. 

Other  Characteristics  of  Young  People  Rejected  by  VR 

Young  people  with  recent  work  experience  and  seemingly  good  motivation 

\o  work  were  analyzed  further,  by  looking  at  both  their  objective  and  sub- 

.  •  .5 

jective  responses  to  various  survey  items.    After  close  examination  of  the 
data  on  these  individuals,  it  was  found  that  there  was  no  single  reason  for 
rejection  due  to  severity — that  anticipated  labor  market  dis^crimination, 
ps]?^chological  problems,  disagreement  over  VR's  program,  scheduling  problems, 
caseload  pressures,  and  arbitrariness  on  the. part  of  the  VR  counselor  may 
contribute  as  much  or  more  to.  a  definition  of  closure  "by  reason  of  severity" 
as  the  physical  impairment. 

\ 


9.  This  is  a  cbnservatiye  estimate,  since  persons  indicating  they  had 
"Retired  eahrly  because  of  disability"  were  uot  asked  whether  they  wanted  to 
work.  These  persons  comprised  28  percent  of  this  prime  working  age  sample, 
and  Almost  one  of  three  of  such  persons  had  worked  since  the  onset  of  disability 
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With  respect  to  impairment^  It  was  discovered  that  approximately  one- 
third  of  these  Individuals  had  more  extensive  phj^slcal'  problems  than  were 
evident  from'  the  Barthel  Index.    Physical  problems  which  were  not  apparent 
from  the  Barthel  Index  include  pain,  heart  prohiLemB.^  and  .allfi3?g±c  reactions*. 
However,  it  should  be  noted  that  most  of  these  people  not  xnnuLy /wanted  to 
work  but  did  not  feel  that  their  physical  -problems^  ^Bvan  problems  like 
constant  or  intermittent  pain,  were  significant  ^enou^  to  ^hem  from 

working.     ^  ^ 

Loss  of  benefits  did  not  seem  to  be  a  compelling  xealBon  £or  ^tbese  persons 
not  to  be  working.    Although  almost  three-'Quaxtars  of  ttHieae  ^arsons  stated 
they  would  lose  some  benefits;  only  three  percent  Indicated  this  as  the  main 
reason  for  not  working.    This  apparent  Incongruity  Baema  xto  Ire  due  to  the 
fact  that  most  of  them  receive  only  bare  subsistence  levels  of  banBflts^  so 
that  .working  would  generally  increase  their  Income^  and  alipo  that  most  of 
these  individuals  disliked  being  dependent  on  others,  unproductive,  and 
cut  off  from  the  activities  which  they  would  normally  engage  In • 

Many  of  these  persons  also  cited  employer  discrimination  when  seeking 
a  job.  ^ome  employers  were  simply  reticent  to  hire  aigrone  who  was  handicapped. 
Some  of  those  inter  viewed  ^were,  fired  after  having  an  -epileptic  seizure  or 
asthma  attack,  and  a  number  were  turned  down  because  the  employer  claimed 
that  tils  insurance  would  not  cover  them.    In  many  Instances;,  employer  dis- 
crimination and  VR  rejection,  when  the  person  was  physically  and  mentally 
able  to  perform  the  job,  produced  almost  insupetable  barriers  to  employment. 

A  glaring  example  of  employer  discrimination  Is  the  following:'  a  man 
in  his  late  thirties,  a  television  production  spedallst  (writer)  with  five 
years  of  higher  education,  stated  that  "epilepsy  is  felt  .as  a  danger  even 
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Table  7-15 

Equipment  Usage  and  Needs 
VH  Sample^ 




Type  of  Equipment 


Persons  who 
have  thls^ 
equipment^ 


N 


% 


Persons  who 
use  this  ^ 
equipment^ 


N 


% 


Persons  who 
still  need  this 
equipmentf^ 


N 


Helper  for  upper  limb 
(e.g.,  splint,  brace) 


Motorized  wheelchair. 


Specially  equipped  automobiles 

3ther  motoriMd  vehicles... 

Eor^  vision  {(high  magnifica- 


Aids  fc 
tiof?- 

Seeing  eye  dog  .' . . . 

Hearing  aids  

Speech  aids  (e.g.,  voice 
boxes,  amplifiers)  


,48 

• 

5.4 

36 

7j6.6 

8 

.9 

61 

6.9 

53N 

88.3 

9 

1.0 

21 

2.4 

19 

86.4 

5 

131  * 

14.7 

96 

74.4 

15' 

1.7 

271 

30.5  • 

223 

82.6 

21 

2.4 

132 

14>8 

118 

89.4 

10 

1.1 

.  15 

1.7 

12 

85  .> 

17 

1.9 

.  27 

-  3.0 

25 

92.6 

46 

5.2 

56 

6.3  ^ 

49 

89.1 

26 

.  2.9 

.  17 

1.9 

\ 

94.1 

12 

1.-3 

6Q 

7  8 

62 

92 .5 

37 

4.2 

2 

.2 

^8 

2.0 

13  • 

72.2 

2.4 

■  V 

.4 

3 

75.0 

1 

.1 

.  31 

3.5 

31 

93.9 

20 

2.2 

.  229 

25.8 

200 

89.3 

74 

8.3 

.  113  ' 

12.7 

105 

92.9 

92 

10.3 

.  282 

31.7 

564 

63. A 

1.  Percentage  totals  exceed  100  percent  because  clients  may  ha,ve,  use, 
or  need  more  than  one  kind  of  equipment. 

2.  Percentages  based  on  889  respondents  to  survey. 

J  3.    Percentages  based  on  number  a|^respondents  who  have  this  typ^  of 

equipment. 
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though  three  doctors  have  given  certificates  that  my  epilepsy  is  completely 
under  control."    His  job  was  "abolished"  after  hi^  first  seizure,  for  which 
he  is  still  fighting  Civil  Service.    He  did^ot  know  why  VR  had  reject^d^^ 
him.    Another  indicated  the  same  problems  in  getting  hired  because  of  his  - 
record  of  epileptic  seizures,  and^added  that  "pedple  don't-  realize  I  know 
when  I*m  going  to  have  one,  and  it  could  be  taken  care  of  but  the^  don't 
help — they  binder  me  by  hauling  fee  off  in  an  ambulance  when  r\could  have 

come  out  of  i^  alone."    He  also  claimed  he  wotild  get  fired  when  lie  had  a 

\ 

/ 

spell. 

Another  incident  of  employer  discrimination  was  related  to  us  by  a 
34-year-old  man  with  multiple  sclerosis,  whose  only  functional  limitations 
were  sitting  and  stooping.    He  earned  one  of  the  highest  test  scores  for  a 
communications  job  with  the  city  police  department  but  was  turned  down 
because  he  was  "too  disabled  to  qualify  for  the  pension  fund."    When  he 
offered  to  waive  the  pension  fund,  he  was  told  this  wasn't  allowed. 


SERVICES  USED  AND  NEEDED 

Having  outlined  the  major  socio-demographic,  economic,  and  physical 
characteristics  of  the  individuals  rejected*  from  Vocational  Rehabilitation, 
we  now  describe  the  services  and  service  agencies  which  these  persons  have 
utilized  as  well  as  their  service  needs.    This  section  will  look  at  the 
service  agencies  contacted,  services  received  from  VR  and  non-VR  sources, 
equipment  usage  and  need,  and  current  service  needs.    The  relationship  be- 
tween dependency,  as  measured  by  the  Barthel  Index,  age,  and  service  needs 
will  be  explored.  o 
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Equipment 

The  e^ctent  to  which  a  severely  handicapped  individual  can  leave  his 
home  and  function  independently  depends  in  part  on  the  appropriateness  and  ' 
availability  of  his  equipment.     In  the  survey,  information  was  obtained  on 
J  the, types  of  equipment  owned,  usage,  sources  of  payment  for  this  equipnjefit, 
and  additional  needs,  < 

Respondents  were  asked  whether  they  had  any  special  equipment,  including 
such  items  as  braces,  wheelchairs ^  dentures,  and  aids  for  vision,  hearing 
or  speech.     Thirty-two  percent  of  the  VR  rejects  surveyed  had  no  special^ 
equipSrent  (Table  7-15).    Thirty  percent  had  a  "cane,  crutch,  or  walker",  , 
15  percent  had  a  wheelchair,  and     2    percent  had  a  motorized  wheelchair. 
These  figures  are  similar  to  the  number  of  persons  with  orthopedic  impair- 
ments (50  percent) ;  the  number  of  persons  who  were  unable  to  walk  50  yards 

I 

even  x^^ith  assistance  (17  percent),  is  similar  to  the  number  of  persons  who 
kave  wheelchairs.    Dentures  were  common  items,  probably  due  to  the  prepon- 
derance of  persons  over  50  in  the  survey  population  (one-fourth  of  the 
survey  population  had  dentures).  ^ 

Respondents  were  then  askqd  whether  they  used  the  equipment,  who  paid 


the  major  share  of^he  cost  for  the  equipment,  and  what  equipment  they  still 
needed.     Equipment  usage  varied  considerably.     Specially  equipped  automobiles, 
visual  aids,  respiratory  aids,  and  trapezes  were  generally  used  when  avail- 
able  (92  percent  to  96  percent  of  the  persons  having  these  itema  used  them)  . 
Between  83  and  90  peiTtent  of  the  individuals  with  lower  limb  helpers,  arti- 
ficial limbs,  x^heelchairs  (regular  and  motorized),  canes/ crutches ,  or 
walkers,  hospital  beds,  and  dentures  used  the^se  items.    Certain  types  of 
equipment,  hov;ever,  were  used  less  frequently.    Of  those  with  upper  limb 
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helpers  (splints,  braces),  21  percent  did  not  use  them,  and  26  percent  did 
not  use  their  back  braces.    The  reasons  for  failure  to  use  the  equipment 

seem  to  be  a  combination/of  factors.    For  back  bi;aces,  upper  and  lower  *limb 

■  f  . 

helpers,  and  artificial  limbs,  the  data  regarding  ability  to  put  on  this 
equipment  sug^sts  that  the  persons  who  do  not  use  them  may  be  unable  to; 
53  persons  who  had  an  artificial  limb,  back  brace,  or  limb  helper  did  not 
use  it,  which  is  identical  to  the  number  of  people  who  needed  assistance 
putting  on  a  brac^  or  artificial  limb.    Other  equipment  usage,  such  as 
with  dentures,  seethed  to  be  problematical  because  of  the  equipment  not  fitting 
or  working  properly.    A  number  of  persons  reportei^that  they  still  needed 
equipment  which  they  had,  such  as  a  new  set  of  dentures. 

When  all  typ*es  of  equipment  were  combined,  it  was  found  that  respondents 
who  had  some  type  of  equipment  averaged  1.9  items  of  equipment.    VR  paid  for 
the  equipment  five  percent  of  the  time,  public  assistance  (Medicaid,  Medicare, 
or  Welfare)  paidf  15  percent  of  the  time,  and  other  agencies  paid  for  17  per- 

D 

cent  of  this  equipment.    Private  insurance  handled  13  percent  of  the  ^ills. 

But  the  disabled  tfiemselves  bore  the  lion's  share  (47  percent)  of  the  Vost. 

\  , 

Respondents  tended  to  pay  for  certain  types  of  equipment  which  are  not  rleces-^ 
sarily  related  to  disability  or  which  are  relatively  inexpensive  more  fre-- 
quently  than  others.     Seventy-two  percent  paid  for  t|^ir  dentures,  70  perceitt 
for  visual  aids  (usually  glasses),  65  percent  for  canes,  crutches  or  walkers,  : 


and  %2  p^ifercent  for  specially  equipped  automobiles. 

Two-thirds  of  the  respondents  indicated  that  they  did  not  currently  neeti  aify 
further  equipment.    Persons  indicating  some  need  for  equipment  listed  an  average 
of  1.3  types  of  equipment  needed.    The  most  frequently  mentioned  items  were  den- 
tures (8  percent),  followed  by  "trapeze  or  bathtub  lift"  (5  percent)  and  "visual 
aids"  (4  percent).     The  major  reason  listed  for  not  having  the  needed  equipment 
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was  that  the  cost  was  prohibitive  (51  percent) »^Jbther  barriets  to  obtaining  the 
equipment,  including  "agency  won't  provide/'  "equipment  not  available,"  and  "don't 
know  how  to  get  it,"  together  accounted  for  19  percent  of  the  responses.  Nineteen 
percent  either  "hadn't  gotten  around  to  gettiiig  the  equipment"  or  stated  that 
their  need  had  developed  recently.  ^ 

Out  of  571  persons  surveyed  who  had  some? type  of  equipment,  211  (37  percent) 
indicate*"  that  this  equipment  had  needed  ra^ir;  84  (40  percent)  of  those  needing 
equipment  repair  work  had  experienced  problems  in  obtaining  it.     The  major 
obstacle -to  equipment  repair  was  again  the  costs~40  percent  of  the  respondents 
with  problems  in  equipment  repair  indicated  that  costs  were  the  major  problem. 
Service  Agencies  Contacted  .  ' 

r 

Respondents  were  asked  to  indicate^lj^e  service  agencies  they  had  contacted 


within  the  last  3  years  to  apply  for  benefits  for  themselves.     Since  most  of  the 
persons  surveyed  first  became  disabled  during  this  period,  agency  contact  would 
be  expected  to  be  high  during  this  time. 

V    Ninety-seven  percent  of  the  surveyed  population  had  contacted  at  least  one 
agency  (other  than  Vocational  Rehabilitation)  during  the  3  years  prior  to  the 

V 

survey  (Table  7-16).     The  most  frequently  contacted  agency  was  the  Social 
Security  Administration  ,(88  percen^)^  followed  by  food  stamps  (34  percent)  and 
public  welfare  other  than  AFDC  (26  percent). 

The. major  type  of  benefit  received  from  these  agencies  was  "cash  income 
or  subsidy."    When  all  types  of  benefits  received  from  all  agencies  were  totalled, 
74  percent  of  the  benefits  received  were  "income",  followed  by  "physician  servicear'^V 
(9  percent).     This  would  be  expected,  given  the  types  of  agencies  most  frequently 
applied  to,  since  the  only  possible  benefit  from  most  of  these  agencies  is  income 
or  income  in  kind  such  as  low-cost  housing  and  food  stamps. 


/ 
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Table  7-16 


Agencies  Contacted  knd  Benefits  Received 
By  VR  Sample^ 


public: 


Contacted  Receive  d 

4genc3^  Benefits^ 
N  %         N'  .  % 


Social  Secunity  Admin,  or  one  of  Its  agencies  for  DI,  OASDI,  or  SSI.r...  778  87.5'  '  636 

Veterans  Admin,  or  one  of  Its  agencies  for  pension  or  coraptasatlon  Vl70  19-1  . 

Workmen's  Compensation  for  on-the-job  Injuries......  •106  Jfi*9  ^0 

UnemployTn$5nt  Compensation  or  Total  Disability  Insurance                                 75  '  51 

Employment  and  Job  placement  services     •«  *.         •     '  7.5  8 

Aid  to  Families  with  Dependent  Children  ^    89  10.0  74 

Any  other  public  welfare  or  public  assistance  agency  -231  ^6.0  175 

Low  cost  or  public  housing. ...  4^  .  ..•^^^ •  ^^67  7.5  41 

Food  stamps  or  commoditleif  ,  ♦••...^^ 307  "34.5  '  209 

Job  training  programs,  e.g.,  WIN,  JOBS,  etc   ^  8.8  16 

Legal  aid  societies  and  programs   2'.  1  '  11 

State  programs  for  sickness  and  temporary  disability  bisneflt^. .  ^'7  . 

Railroad  Retirement  and  disability  benefits                                                      ^  ^ 

Programs  for  pensions  or  disability  benefits  for  goveHwi^nt ^eaiployccfl . .  -  28 

Progtams  £o-  pensions  or  disability  benefits  pt'ovidcd  by 
employers  or  unions   /.^ 


1 

Other  public  agency. 


PRIVATE:  J 


Mental  Walth  agency  (Including  public). 


Haven't  contacted  any. 


6.9 

48 

78.7 

11 

1.2 

4 

36.4 

34 

3.8 

21 

61.8 

51 

5.7 

40 

78.4 

76 

8.5  » 

20 

2'6.3 

15 

1.7 

10 

66.7 

9 

1.0 

1 

11.1 

19 

2.1 

13 

68.4 

31 

3.5 

14 

45.2 

26 

2.9 

1.  Percentage  totals  exceed  100  because  clients  may  have  contacted  or  received 
benefits  from  more  than  one  agency. 

2.  Percentage  of  toAal  survey  population  (N*='889) .  ^ 

3.  Percentage  of  rosKpndentB  who  contacted  the  agency  that  received  benef'lts. 

X' 
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Total  Bartl^el  scores  were  cross-tabulated  with  service  agencies  contacted  to 

determine  whether . dependency ,  ae  measured  by  the  Barthel  scale,  was  related  to 

the  type  of  service  agency  contacted.    There  was  no  relationship  between  dependency 

and  contact  with  th^^cial  Security  Administration.'  However,  the  more  dependent 

persons  relied  more  heavily  on  public  welfare  (other  than  AFDC)  than  the  n^ore 

physically  independent  persons,  and  persons  who  were  more  physically  independent 

contacted  employment-related  agencies  (agencies  which  help. to  train  or  procure 

Jobs  or  compensate  for  loss  of  employment)  more  tlfen  physically  dependent  persons. 

Seirvices  Received  ittom  VR  and  Other  Agencies 

Almost  half  of  the  respondents  indicated  that  they  had  talked  to  a  counselor 

at  VR.     Only  29  percent  received  any  services  in  addition  to^counseling. 

Individuals  closed  in  status  28  or  30  comprise  22  percent  of  the  total  survey  ^ 

population  and  could  hav6  rece|.ved  some  services ; 'some  of  those  closed  in  status 

08  had  also  received  servipes.     Those  who  received  services  from  VR  bey^ 

vocational  counseling  averaged  2.1  Afferent  services.     The  services  which  VR 

most  frequently  paid  for  were  "vocational  training,'*  ''educational  costs,'* 

"transportation''  and  "hospitalization";  6  to  8  percent  of  all  those  surveyed 

reported  thes6  seirvices  (Table  7-17). 

VR  paid  for  surgery  .for  3.7  percent  of  the  sample,  physical  therapy  for 

3.6^ercent,  "prosthetic  devices,  braces,  v/heelchairs ,  etc."  for  3.6  percent  and 

occupational  therapy  for  3.0  percent.     It  was  extremely  rare  for  VR  to  pay  for 

certain  services.     Less  than  1  percent  of  the  total  survey  population  received 

visiting  nurse  services,  homemaker  services,  special  dejvices  for  schooling,  or 

home  modifications  which  were  paid  for  by  VR.     Communication  services  (for  per- 

V 

sons  with  visual,  speech,  or  hearing  impairments)  w^e  also  quite  rare,  but  this 
is  probably  due -to  the  small  sample  size  of  these  disabilities. 

Only  60  percent  of  the  aample  were  aware  of  the  fact  that  VR  had  closed 
their  case.    Nine  percent  indicated  that  VR  had  referred  them  to  other  agencies 
upon  c:^sing  their  c^se,  and  5  percent  had  received  some  kind  of  assistance  from 
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Table  7-1,7 

^1 

Services  Received  and  Needed 

 .  i^i^  :  

Services 


Services  Received 

Receivied  From  Other  Services 

From  VR  Sources  Still  Needed 


\ 

N 

%  . 

N 

z 

N 

% 

33  J 

^  3.7 

102 

11.5 

57 

6.4 

52 

5.8 

149 

16.8 

50 

5.6 

32 

3.6 

85- 

9.6 

141 

15.9 

27 

3.0 

22 

.  2.5 

86 

9.7 

8 

.9 

11 

1.2 

47 

5.3 

45 

5.1 

1A8 

16.6 

84 

9.4 

4 

.4 

16 

1.8 

27 

3.0 

,   1  - 

.1 

6 

.7 

87 

9.8 

Prosthetic  Devices,  Iflieelchair,  etc*.. 

32 

3.6 

45 

5.1 

69 

\ 

7.8 

0 

72 

8.1 

13 

1.5 

.126 

14.2 

68 

7.6 

12 

1.3 

183 

20.6 

54 

6.1 

7 

.8 

111 

12.5 

15 

1.7 

3 

.3 

131 

14.7 

Tools,  Eqaipment,  'Licenses  for  Work... 

12 

1.3 

45 

5.1 

8 

.9 

3 

.3 

46 

5.2 

:  # 

53 

6.0 

32 

<j 

3.6 

162 

18.2 

19 

2.1 

27 

3.0 

52 

5.8 

2 

.2 

7 

..8 

41 

4.6 

,  2 

.2 

6 

.7 

7 

.8 

5 

.h 

9 

1.0 

Orientation  Services  for  the  Blind.... 

2 

,2 

7 

.8 

54 

6.1 

21 

2.4 

66 

7.4 

348 

39.1 

1.  Percentage  totals  exceed  100  because  clients  may  have  received  or  may  still     *  ^* 
need  moreNshap  one  services. 

2.  Respondents  were  asked  this  jqtiest ion  only  if  they  indicated  VR  had  paid  for 
services  beyond  vocational  counseling. 
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these  agencies.    Hov/ever,  31  percent  regeived  help  frojn  agencies  or  clinics 
to  which  VR  did  not  refer  them.    Approximately  two-thirds  of  thdse  who  received 
help  independent  of  VR  referral  went  to  hospitals  or  clinics.     The  major  benefits 
received  from  Agencies  for  which  VR  did  not  pay  were  hospitalization,  surgery, 
physical  therapy,, and  other  medical  treatment;  between  10  percent  and  17  percent 
of  all  respondents  surveyed  had  received  these  services  since. being! rejected  by 
VR  (Table  7-7).  Services  which  were  received  more  infrequently  inclufiTed  "pros- 
thetic  devices    braces ,  wheelchairs,   etc."  (5  percent,  transportation  (3.6  '^^^ 

■  '\ 

percent),  psy(?hologicaL  therapy  (3  percent),  and  occupational  therapy  (2.5 
percent) .  *  '  , 

When  all  services  received  from  soorces  other  than  Vocational  Rehabilitation 
were  totaled,  38  percent  were  paid  for  by  some  form  c|f  public  assistanc^  (tiedic- 
aid.  Medicare,  or  Welf^lli^-,  36  percent  by  other  agencies,  12  percent  by  private 
insurance,  8  percent  ^^'Jthe  individuals  themselves,  and  7  percent  by  unknown 
sources.     "Other  agencies"  and  tha  individuals- themselves- paid  the  bill  more 

frequently  for  special  equipment,  psychological  therapy,  and  transportation  than 

V.., 

for  other  services.     Private  insurance  paid  for  hospitalization,  surgery,  and 

physical  therapy  between  17  ^^ercent  and  19  percent  of  the  time  but  infrequently 

paid  for  other  services. 

The  fact  of  having  received  services,  however,  does  not  always  mean  that  the 

services  were  appropriate,  timely,  or  satisfactory.     For  example,  one  individual 

described  his  experience  as  follows: 

[cfie]  Doctor  said  someone  had  lied  or  made  a  mistake  and  he  would  see  what 
he  could  do.     I  never  heard  from  Ijiim.  ,  I  x7as  pretty  let  down.    VJh§t  they 
•    [the  doctors]  had  put  in  the  history  was  a  completely  different  story  than 
what  was  going  on  with  me — my  history  at  the  hospital  has  disappeared  four 
times.     They  broke  my  toe  at  the  hospital  and  the  nail' came  off  two  tira^  • 
and  It  never  showed  up  in  the  history.     They  scraped  live  tissue,  and  a  doc- 
tor came  in  who  screamed  at  the  technician  who  thought  it  was  dead  tissue 
because  I  couldn't  feel  anything — I  just  learn  to  overlook  things  because 
the  doctors  said  if  I  said  it  they  would. deqy  it.     There's  nothing  I  can  do. 
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Current  Service  Heeds 

'   :   " 

.  ^  -  ' 

Respond^ts  were  asked  whether  they  needed  any  services  which  they  v/ere  not 

receiving.    Thirty-nine  percent  indicated  that  they  currently  did  not  need  any 

se^ices  (Table  7-7)  the  remaining  Indicated  an  average  need  of  three  services 

per  person.    The  services  most  frequtotly  cited  were  vocational  training  (21 

m 

percent),  transportation  (18  percent),  physical > therapy  (16  percent),  vocational 
placemen}:  (15  percent),  vocational  counseling  (lA  percent)  and  educational 
costs  (12  percent).  ^ 

Other  service  needs  mentioned  included  occupational  therapy,  homemaker 
services,  other  medical  treatment ,  and  prosthetic  devices,  wheelchairs,  etc*. 
Six  percent  felt  they  needed  surgery,  hospitalization,  and  psychological  therapy, 
and  5. percent  mentioned  "tools,  equipment,  or  licenses  for  work, special 
devices  for  schooling,  speech  or  hearing  therapy,  and  home  modifications. 

'v 

Services  Needed  by  Age  Group  ) 

The  percentage  of  respondents  who  neeiled  services  was  compared  by  age  group 

to  determine  whether  different  ^t'^^^  had  different  service  needs. 

There  was  no  cledt-age  pat^^eP^  for  any  of  the  medical  services,  except  for, 

occupational  therapy.     Pro|p^tionatery  fc^er  disabled  pfersona  over  50  (7  percent] 

indicated  a  need  for  occupational  f hereby  than  younger  persons  (10  to  15  percent' 

Vocatfonal  service  needs  (vocational  counseling,  vocational  training, 
* 

educational  costs,  vocational  placement,  and  to  some  extent  "receipt  of  toals, 
licenses,  equipment,  etc.,  for  x^ork")  showed  a  clear  relationship  to  age,  a 
larger  proportion  of  the  younger  persons  indicating  they  needed  these  services 
than  older  persons.     For  example,  35  percent  of  those  surveyed  who  were  16-30 
years  old  indicated  they  needed  vocational  training,  compared  with  29  percent  of 
the  31-40  group,  24  percent  of  the  41-50  group,  16  percent  of  those  in  the 
51-60  year  range,  and  11  percent  of  those  over  60.     "Special  devices  for 
schooling"  followed  a  pattern  similar  to  vocational  services,  vfith  the  young 

164 
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persons  needing  these  most  and  tl>e  older  persons  least  (from  11  percent  of  the 
16-30  age  group ^to  1  percent. of  those,  over  60  years  indicating  a  need  for  this). 

Transportation  services,  which  were  needed  by  18  percent  of  those  surveyed, 
were  mnrp  heavily  in  "demand  l>y  younger  persons,  particularly  the  16-30  &ge  group. 
Thirty-two  percent  in  this  age  group  needed  transportation  services;  between. 
17  and  21  percent  of' those  aged  31-60  and  13  percent  of  those  over  60  needed- 
transportation  services  .    Home  modifications  were  needed  somewhat  more'bv 
respondents  under  40  years  of  age  than  by  those  over  40. 

The  youngest  age  group  seems  to  h^ve  had  the  greatest  need  for  services  of 
some  sort,  with  only  26  percent  indicating  that  they  did  not  need  any,  services, 
compared  to  40  percent  in  all  other  age  groups  combined  who  did  not  need  services. 
This  finding  is  consistent  with  the  low  Barthel  scores  of  this  group ,  i.e.,  the 
more  "dependent"  person  would  be 'expected  to  need  more  services.    The Lai 
number  of- services  needed  (among  those  who  indicated^  a  need  for  servfl^^es)  ,  also 
declined  with  age  (an  average  of  3.7  services  per  person  in  the  16-3|0  age  group, 
3.2  for  31-40,  33  for  41-50,  2.7  for  51-60,  and*1.6  for  persons  over  60). 

Service  Needs  and  Severity 

Respondents'  perceptions  of  their  service  needs-  were  analyzed  by  the  extent 
of  dependency,  as  measured  by  the  Barthel  Index,  to  see  whether  severity  was 
related  to  the  type  of*"  service  needed. 

The  percentage  of  individuals  who  reported  no  need  for  services  vjas  similar 
for  all  Barthel  Categories  except  the  "severely"  dependent;  only  10  percent  of  the 
severely  dependent  felt  they  needed  no  further  services.    Among  the  individuals  who 
felt  they  needed  services,  more  "dependent"  persons  indicated  a  somewhat  higher 
number  of^ervices  heeded:     an  average  of  3.6,  3.8,  3.1,  and  2.6  services  needed 
for  the  totally,  severely,  moderately,  and  slightly  dependent  respectively ,  and 
2.9  for  the  "independent." 
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« 

•    In  most  instances,  service  ^eeds  clearly  differed  for  individuals  with 
^different  degrees  of  dependency.     Surgery  and  hospitalization  were  needed  pri- 
marily by  persons  who  were  severely  and  moderately  dependent,  physical  therapy  wa^ 
needed  l?y  ^41' percent  of  the  severely  dependent,  19  percent  of  the  moderately  de- 
pendent, 14  percent  of  the  totally  dependent*  and  11  pertent  of  the  slightly 
dependent  and  independent'.     Occupational  therapy  and  "other  medical  treatment" 
was  needed  most  by  the  severely,  dependent  and  least  by  the  totally"  dependent . 
Homemaker  services  were  needed  most  ^heavily  by  the  severely  dependent,  followed 
by  the  moderately  dependent.  ^  - 

o    Visiting  nurse  services  were  needed  most  by  the  totally  and  severely 
dependent,  and  prosthetic  devices,  wheelchairs,  etc.  were  needed  most  by  the 
totally  and  the  severely  dependent.    To  sum  up  the  medical  service  needs,  the 

i  ■  -  ^ 

severely  dependent  have  the  highest  proportion  of  medical  needs,  often  followed 
by  the  moderately  dependent.     The  totally  dependent,  however,  need  those  medical 
services  which  would  improve  functioning  without  attempting  to  physically  restore 
the  body  (visiting  nurs^  services  and  special  equipment). 

Vocational  counseling  was  indicated  as  a  service  need  most  frequently  by 
"severely**  dependent  persons,  followed  by  "Independent"  persons.    Other  vocatlona 
services 4iad  no  clear  relationship  with  dependency with  the  exception  of  "voca- 
tional placement" ;  the  only  group  indicating  a  sizable  need  for ^vocational 
placement  were  the  resjSondents  who^were  "independen't"  on  the  Barthel  scale 
(20  percent)    '         .  j 

Transportation  ^ervices  were  most  heavily  needed  by  the  severely  dependent 
(37  percent),  and  least  needed  by  those  with  little  or  no  dependency.  Psychologi 
cal  therapy  was  most  needed  by  those  who  were  quite  physically  dependent,  as  were 
home  modifications. 

The  relationship  between  age,  severity,  and  service  needs  is  a  complex  one. 
However,  from  the  preceding  analysis  a  number  of  key  points  can  be  made.  Most 
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medical  needs  are  primarily  a  function  of  severity,  not  age.    This  fs  illustra- ^ 
ted  by  the  fact  that  the  seyerely  dependent  have  the  heaviest  need  for  restora- 
tive  medical  services,  and  the  totally  dependent  primarily  need  equipment  and 
physical  assistance.  ^ 

Vocational  service  needs,  on  the  other  hand,  are  primarily  determined  by 
age,  as  illustrated  by  the  finding  that  older  persons  need  proportionately 
fewer  vocational  services — particularly  those  over  50.    Vocational  placement 

m 

is  needed  by  those  who  are  younger  and  more  physically  able.  Transportation 
services  and  home  modifications  are  needled  most  by  those  who  are  both  young  and 
physically  dependent.    The  findings  suggest  that  the  individuals  surveye4  had  a 
fairly  realistic  appraisal  of  their  situation  and  setvice  needs. 

^  SUMMARY  AND  CONCLUSIONS  ^  ( 

The  individuals  surveyed  who  were  rejected  by  VR  because  of  severity  were 
*^  .  .  ' 

older  than  expected  with  half  over, 50  years  of  age.    The  majority  had  not  ' 

completed  high  school,  a  fact  which  obviously  provides  some  impediment  to  employ- 
ment.    Most  of  these  people  lived  with  their  families,  which  were  their  major, 
and  often  only,  source  of  social  contact.    Over  one-quarter  .were  beneath* the 
poverty  level,  even  though  almost  one  out  of  five  had  household  incomes  of  $10,000 
or  more.  ,  « 

The  most  coiranon  disabling  conditions  in  this  sample  were  orthopedic  impair-  ' 
ments,  followed  by  cardiac  and  circulatory  conditions.     Unexpectedly,  almost  half 
^      of  these  people  were  completely  independent  in  self-care  and  mobility<i  as  measured 
by  the  Barthel  Index.    Another  scale  for  me'asuring  functional  limitations  indi- 
cated that  out  of  11  activities,  tl1er6  were  only  two  which  the  majority  of 
respondents  had  difficulty  doing  ("lifting  or  carrying  weights  of  aboiit  10  pounds" 
and  "stooping,  bending  or  kneeling").     This  finding  is  rather  surprising,  since 

all  of  these-people  were  rejected  by  reason  of  severity.     It  tends  to  c^ist  doubt 

-J  *  . 

on  the  validity  of  the  use  of  severity  as  a  reason  for  closure. 
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tt  younger  VR  r€ 


Further  investigation  revealed  that  younger  VR  rejects  were  more  physically 
dependent  than  older  persons  as  measured  by  the  Barthel  index.     This  suggests 
that  older  persons  may  be  rejected  in  part  because  their  age  narrows  their  employ 
ment  possibilities. 

A  disturbing  finding,  however,  was  that  57  percent  of  the  younger  persons 
(aged  16-40)  were  physically  independent  or  only  slightly  dependent.     It  was  not 
clear  why  people  of  prime  working  age  who  were  fairly  physically  fit  had  been 
rejected  because  of  severity.     Further  analysis  showed  that  almost  one-half 
of  these  people  had  recent  work  experience  and  wanted  to  work.    Analysis  in  \ 
more  depth  revealed  that  there  were  many  possible  reasons  for  their  rejection^  bt 
it  could  not  be  said  that  the  overriding  reason  for  rejection  o^ these  persons 
was  that  they  were  too  physically  impaired*     It^is  clear  that  many  of  these  peop] 


-  want  work  and  could  manage  it  currently.    Poli(^es  which  would  ad.ve  persons  rejec 
ted  from  VR  automatic  access  to  a  review  board  toNjdetermine  whether  rejection 
was  appropriate  could  help  alleviate  some  of  the  arbitrariness  inherent  in  human 
decisionmaking.      On  the  other  side,  public  policies  which  prohibit  employer 
discrimination  against  disabled  persons  and  at  the  same  time  protect  employers 

9 

by  allowing  adequate  employers'  insurance  coverage  for  disabled  persons  might 
go  a  long  wa/y  towaird  easing  the  way  for  the  employment  of  these  persons. 

The  people  rejected  by  VR  in  this  survey  had  rather  modest  equipment  needs; 
if  all  persons  surveyed  were  supplied  every  time  they  felt  would  bfe  provided. 
VR  rarely  paid  for  equipment  (5  percent  of  the^time),  and  other  agencies  or 
insurance  failed  to  provide  such  equipment  about  half  of  the  time.    The  major 
barrier  for  these  individuals  „ in  obtaining  equipment  was  the  cost,:  half  the 
respondent/s  could  to  affbrd  needed  equipment.     If  VR  paid  the  bill  for  equipment 
needed  when  other^agencies  would  not  cover  such  items,  less  than  one  of  four  VR 
rejects  would  need  some  type  of  equipment  from  VR.     If,  in  addition,  VR  as.sisted 
these  individuals  by  directing  them  to  the  places  which  carried  the  types  of 
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equipment  needed,  the  cost  to  VR  for  provision  of  equipment  would  decrease  further. 

\^en  respondents  were  asked  about  other  s^ervice  needs,  39  percent  needed  no 
additional  services.     For  those  who  needed  services,  the  most  sought  after  weye 
vocational  services,  transportation,  and  physical  therapy.  Vocational 
services  were  needed  most  often  by  the  younger  persons  surveyed,  whereas  physical 
therapy  and  other  medical  services  were  n^ded  most  by  the  more  physically 
dependent.     Transportation  services  were  needed  most  by  those  who  were  young  and 
physically  dependent.     Provision  of  vocational  Services,  particularly  to  persons 
under  A5  years  of  age,  should  probably  be  the  first  line  of  attack  in  decreasing 
their  economic  and  physical  dependency.     Provision  of  physical  therapy  and 
transportation  'services  might  prove  useful  in  reducing  the  need  for  attendant 
or  homemaker /housekeeping  services  for  thbse  with  more  severe'" physical  limitations. 

In  summary,  the  contention  that  these  disabled  persons  i^eived  the  services 
they  needed  from  some  sources  or  programs  other  than  VR  is  not  supported  by  the 
data.     Half  of  the  special  equipment  which  respondents  have  was  paid  for  by  the 
disabled  themselves.     Additional  service  needs  were  high;  61  percent  needed  some 
services,  averaging  3  services  per  person.    As  noted  in  other  sections  of  this 
report,  assistance  in  homemaking  activities  and  attendant  services  was  largely 
provided  by  the  families  of  the  handicapped,  with  agencies  rarely  helping  out. 
The  bulk  of  these  service  needs  fall  within  the  domain  of  VR,  yet  VR  rarely  paid 
for  these  services.    ^Greater  responsiveness  to  service  needs  might  improve  the 
vocational  potent ip.  and  enhance  the  independence  of  those  persons  who  are 
currently  being  rejected  from  VR. 

It  is  clear  that  some  action  needs  to  be  taken  to  alleviate  the  plight  of 
these  people,  many  of  whom  are  needlessly  sitting  at  home,  often  quite  isolated 


- — ^ 

socially,  and  many  of  whom  want  to  work  and  are  capable  of  working.     Others,- who 
are  less  physically  able,  o'ften  are  even  more  neglecj:ed,  in  part  to  conditions 

which  could  be  changed  with  more  careful  planning  for  their  needs.  ^ 
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The  urgent  need  for  more  comprehensive  services  to  the  severely 
handicapped  can,  perhaps,  best  be  concluded  by  the/ letter  we  received  from 
a  woman  who  lives  in  a  nursing  home  in  Maryland/ 


ERIC 


Dear  Sir: 


All  those  things  are  wonderfull,  that  you  are  trying  to  get  for 
the  handyeapped,  but  most  of  the  things,  were  for  those  people  that 
are  very,  very,  forchenet  to  be  able  to  be  out  on  the  outside,  and  ^ 
someones,  that  may  have  money  enough  to  be  able  to  be  outside.     I  can 
not  help  much  there,  for  all  the  time  I  have  been  handyeapped,  I  have 
had  to  be  confined  in  nursing  homes,  and  hospitals.     1  do  hope  that 
you ^ah  get  help  for  all' handyeapped,  most  of  them  deserve  all  the 
help  they  .can  get.    And  another  thing,  I  am  in  the  state,  and  that 
dose  not  help  you  either,  and  1^  have  a  medical  card  too. 

But  there  is  one  thing,  that  I  sure  am  interested  in  putting  in 
a  plug,  for  all  of  us  younge  handycapps,  that  have  to  live  away  frome 
home.     If  anyone  of  them  are  in  my  same  boat,  I  am  sure  they  are 
interested,  in  this  too.    Why  has  someone  not  gotten  to  think  about 
the  young  handyeapped,  who  has  to  live  away  frome  home?    Do  people  on 
the  outside,  have  no  consideration,  for  people  who  are  young  and 
handyeapped,  in  every  state^  set  up  a  place,  where  us  youijg  can  be 
a  little  free  to  half  way  live.     Instead  of  throwing  us  among  the  old 
people.     These  sad  old  people,  who  are  just  waitting  to  die,  it  is  not 
fare  at  all.     Where  these  old  people  cannot  help  the  way  they  are,  but 
that  is  besides  the  point. 

This  is  one  thing  I  wish,  you  would  send  to  Congress,  so  we  could 
live  like  other  youn'fe  people,  without  allways  doing  things  that,  someone 
set  up  for  you  to  do.     I  hope  you  will  not  just  put  this  a  side,  and 
for  get  about  it,  even  one  floor,  in  some  hospital,  would  be  better 
than  this,   two  or  three  places,  in  each  state,  would  be  great. 

Thank  you 
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Chapter  8 

ANiAsiS  OF  INDIVIDUALS  MOST  SEVERELY  HANDICAPPED 

*WUO  RECEIVED  SERVICES  AT  COMPREHENSIVE 
 MEDICAL  REHABILITATION  CENTERS  

Thl'8  chapter  addresses  the  problems,  needs,  and  treatment  of  those  severely 
handicapped  individuals  who  have  received  services  at  comprehensive  medical 
rehabilitation  centers  (CMRCs) .    Description  of  the  survey  Instruments,  methodol- 
ogy, and  sample  Is  followed  by  the  survey  findings,  concluding  with  a  comparison 
of  the  CI^C  and  VR  populations. 

METHODOLOGY  » 

Survey  InstrxnnentsN 

Considerable  time  and  effort  were  employed  in  the  development  of  the  survey 
Instrument^.     Numerous  meetings,  discussions,  and  pretests  were  held"  in  different 
locations  to  develop  valid  and  reliable  research  instruments.  Representatives 
of  rehabilitation  medicine  and  nursing,  ^sociology,  psychology,  economics  and 
social  seirvice,  and  public  policy  fields  participated  in  the  study  design  and 
the  formulation  of  the  instruments. 

Two, of  the  survey  instruments,   the  Interview  Form  and  the  Mail-Out  Form, 
which  asked  questions  about  the  person^s  physical  condition,  income,  expenses, 
services  used  and  needed,  and  various  types 'of  difficulties  resulting  from  their 
disability,,,  were  almost  identical  to  the  instruments  used  In  the  survey  of 
individuals  rejected  by  VR  because  of  severity.    Two  additional  survey  instru- 
ments, the  Comprehensive  Medical  Record  Review  and  the  Hospital  Financial  Form, 
supplemented  the  data  about  the  individual's  current  situation,  with  Information 
about  his  physical  condition  on  admission  and  on  discharge  from  the  CMRC,  together 
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with  data        services  received  at  the  CMRC  ai^d  the  cost  of  such  services.  The 
survey  instruments  used  in  this  study  are  described  below.  ^ 

1.  Initial  Medical  Record  Review  Form.     This  form  was  used  for  the  selec- 
tion of  the  subject  group  through  the^  review  of  CMRC  admission  data. 

2.  Mail-Out  Form.     This  questionnaire  requested  information  about  the 
subject*s  age,   sex,   familial  status,   social  activities,  membership  in 
organizations,  health  care  received  during  the  past  year  and  the  cost 

of  this  care ,  heal th  insurance  coverag^e ,  and  lAcome . 

,/ 

3.  Interview  Schedule.    The  interview  schedule,  similar  to  the  VR  inter- 
view schedule,  sought  detailed  information  on  a  wide  range  of  topics  . 

r 

such  as  physical  functioning,  services,  and  other  problems  and 
characteristics  of  handicapped  people. 
A.     Com'pl?^hensive  Medical  Record  Review.     This  form  was  used  for  review  of 
the  client^s  medical  record.     Information  requested  included  duration 
of  disability  prior  to  ^ntry  to  the  CMRC,  diagnosis  and  complicating 
factors,   evaluation  of  functional  status,  communication  ability,  limitin 
£bBditions,  and  motion  of  limbs  at  admission  and  discharge,  lengt.h  of 
stay,  and  medications  prescribed. 

5.  Hospital  Financial  Form.     This  form  wad  for  review  of  the  patient^s 
hospital  account  records  to  ascertain  the  costs  incurred  by  the  client 
for  rehabilitation  services  at  the  CMRC. 

6.  Hospital  Profile.     This  form  describes  the  number,   type,  and  qualifica- 
tions of  the  CMRC  staff  and  the  CMRC  services  available  and  their  costs. 
In  addition,  patient  census  data  for  the  past  4  years. was  collected. 

Survey  Design 

The  sample  for  this  study  was  drawn  form  former  inpatients  of  10  CMRCs 
located  across  the  country.     These  centers  were : 
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New  York  University  Medical  Center 
Institute  of  Rehabilitation 
New  York,  New  York 

Rancho  Los  Amigos  Hospital 
Downey,  California 

Rehabilitation  Institute  of  Chicago 
Chicago,  Illinois 

Rehabilitation  Institute 

Detroit,  Michigan  ^  ^ 

Rehabilitation  Institute 
Tufts-New  England  Medical  Center 
Bos ton,  Massachusetts 

Spain  Rehabilitation  Center 
Birmingham,  Alabaijta 

Texas  Institute  for  Rehabilitation  and  Research 
Texas  Medical  Center  ' 
Houston,  Texas 

Univetslty  of  Minnesota  Hospital 
Rehabjilitation  Center 
Minneapolis,  Minnesota 

Uni\(ersity  of  Washington  Hospital 
Department  of  Rehabilitation  Medicine 
Seattle,  Washington 

Woodrov  Wilson  Rehabilitation  Center 
Fischersville,  Virginia 


CMRCs  o^T  a  full  range  os/rehabilitation  services.    All  10  CMRCs  in 
this  survey  Lovide  physical  therapy,  occupational  therapy,  speech  pathology, 
proothetic/oW      services,  social  seT^vlces,  psychological  services,  and  voca- 
tional rehabiutdion,  in  addition  to  the  usual  medical  services.    Most  of  these 
centers  also  offer  therapeutic  recreation  and  pulmonary  services. 

These  centers  were  selected  because  of  their  comprehensive  services,  the 
niture  of  their  client  population,  and  their  na.tional  representativeness.  Most 
of  the  centers  are  affiliated  with  a  major  university  medical  school,  and  seven 
.  are  SRS  Research  and  Training  centers. 
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CMRC  staff  were  active  participants  in  tl\e"  study's  implementation  and 
sample  selection,  cooperating  in  the  study  by  helping  to  select  anc  schedule 
persons  Identified  as  severely  disabled  aS^ding  to  §irecific  study  criteria. 
An  initial  screening  of  2,681  former  CMRC  patients  was  conducted  in  order  to 
identify  656  severely  disa'bled  persons  as  potential  interview  subjects.  Two 
interview  teams,  one  based  in  Chicago  and  one 'in  Boston,  each  composed  of  a 
rehabilitation  nurse  and  a  rehabilitation  social  worker,  were  trained  for  inter- 
viewing and  reviewing  medical  records.     Each  team  visited  five  ClIRCs,  inter- 
viewed a  total  of  307  severely  disabled,  and  reviewed  the  medical  and  hospital  . 
account  records  for  each  person  interviewed.     A  consent  form  was  obtained  from 
each  subject  before  the  interview  and  record  review. 

The  selection  priteria  were  applied  to  each  of  the  records  reviewed  in  order 

to  select  -those  persons  most  severely  disabled  and  most  appropriate  for  the 

study.     These  criteria  included: ^ 

1.  Minimum  age  of  16  upon  admission.  \^ 
First  admission  to  the  facility  as  an  inpatient  of  rehabilitation 

^^rvices. 

3.  Minimum  length  of  stay  at  least  14  days. 

4.  Aamission  on  or  a%tcr  Septeobcr  1,  1972  and  discharge  before  September 
1,  1973. 

2 

5.  Nonenrollment  in  Vocational  Rehabilitation  upon  admission  to  the  CMRC. 

6.  Patient's  death  is  not  noted. 

 r.     liutiZly  a  specific  distance  from  the  CMRC  was  'included  as  a  criterion 

for  selection  to  aid  interviewing;  however,   this  oriterion  was  not  always  applied 
^since  it  was  necessary  to  ^raw  from  a. larger  geographic  area  than  was  first 
anticipated. 

2.  This  criterion  was  waived  at  Jrwo  CMRCs  (Spain  Rehabilitation  Center 
and  Woodrow  Wilson  Rehabilitation  Center);  many  of  their  patients  are  enrolled 
in  VR>  . 
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7.  Record  has  sufficient  informatiua  to  ccnnplete  selection. 

8.  Functional  level  upon  admission  as  measured  by  "^ULSES  was  12  or 

3  ^  ^ 

greater. 

^    These  criteria  were  applied  to  each  randomly  selected  record  until  at  least 
60  records  were  identified  that  met  all  of  the  selection  criteria  or  until  all 
appropriate  recprds  had  been  reviewed.     The  numbcfr  of  selected  cases  and  the 
number  of  records  reviewed  varied  from- center  to  center,  owing  to  large  dif- 
ferences  in  the  severity  of  the  population  served.  ^  , 

Over  2,000  of  ^he  cases  reviewed  did  not  meet  the  study  criteria.     The  rea^, 
sons  why  CMRC  patients  were  rejected  from  the  study  are  presented  in  Table  8-1.  . 
One  of  the  major  reasons  for  rejection  was  length  of  inpatient  stay  being  less 
than  two  weeks. 

'  Initially,   the  selected  cases  were  to  be  weighed  in  order  to  obtal^  a  repre- 
sentative sample  in  each  of  the  .disability  categories.     However,   ttte  fact  that 

every  case  had  to  be  contacted  in  order  to  schedule  enough  interviews  made  this 

✓ 

impossible.     The  sample  ther*efore  overrepresents  those  persons  who  were  the 
most  severely  disabled  at  the  ^ime  of   ttteir  admission  to  the  CMR€.     While  30 
interviews  at  each  of  the  10  centers  was  the  objective  of  the  survey  plan,  the 
actual  number  interviewed  at  each  center  varied  from  22  to  47.    Most  of  the 
interviews  were  carried  out  in  the  homes  of  ^;he  severely  disabled  (69  percent) 
and  31  percent  were  interviewed  at  the  CMRC.     The  severely  disabled  who  were 
interviewed  were  paid  an  honorarium  of  $10,  and  transportation  costs  were  covered 
for  those  who  were  inteirviewed  at  the  CMRC. 


3.     The  PULSES  scale  provides  a  global  functional  status  picture.     The  PULSES 
profile  includes  data  on  required  nursing  or  medical  care,   self-care  activities 
dependent  mainly  upon  upper  limb  function,  mobility  activities  dependent  upon 
mainly  lower  limb  function/  aensory  components  relating  to  communication  and  vision 
excretory  functioiiH,   Intel  Icrtunl  and  emotional  adaptability,  environmentn  I  bar- 
riers/,  financial  ability  and  support  from  the  family  unit.     Those  persons  complotel 
indi2pendent  score  a  6;  completely  dependent  persons  score  a  24/. 

i7r> 
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Major  Areas  of  Analysis  ^ 

The  analysis  of  the  CMRC  population  covers  a  wide  range  of  areas.  First, 
the  criteria  used  to  identify,  describe,  and  evaluate  the  most  severely  handi- 
capped  individuals • is  discussed.  Next,  the  demographic  characteristics  of  the 
population  are  described.  A  discussion  of  the  physical  condition  of  the  sample 
follows,  relying  heavily  on  indicators  of  depenie/cy.  the  next  area  describes 
the  services  which  are  utilized  by  the  sample,  followed  by  the  current  service 
needs  and  the  environmental  problems  facing  this  population.  Finally,  a  com- 
parison of  the  CMRC  and  VR  populations  will  be  made  on  a  number  of  key  variables. 

CRITERIA  USED  TO  DEFINE  THE  SEVERELY  DISABLED 

A  wide  range  of  criteria  may  be  employed  to  identify  the  most  severely  d IS- 
C' 

abled.     Numerous  scales,  standards,  and  definitions  have  been  developed  by  those 
in  rehabilitation  medicine  hnd  nursing,   the  social  sciences,  vocational  rehab ilita 
tion,  and  the  rehabilitation  therapy  professions.     In  general,   these  criteria 
lor  characterizing  "the  severely^ isabled  include  either  >a  serious  medical  condi- 
tion or  cri\ical  limitations  in  physical  and  socifcl  functioning.  ; 

In  this  study,   functional  performance  level  was  used  as  the  primary  indicator 
of  severe  disability.     Functional  performance  was  measured  at  three  points  in 
time:     upon  admission  to  the  CMRC,  upon  discharge  from  the  CMRC,  and  at  the 
time  of  interview,  approximately  2  years  after  admission.    Two  major  scales  were 
utilized  to  measure  physical  functioning:     (1)  The  PULSES  Profile  scale , 'developed 
by  E.  Moskowitz  and  C.  McC/inn^  and  modified  by  Carl  V.  Granger,  M.D.;  and  (2) 
The  Barthel  Index,  developed  by  F.   I.  Mahoney  and  D.  W.  Barthel     and  modified  by 
Carl  V.  Granger,  M.D.    While  the  Barthel  Index  has  been  generally  discussed  in 


4.  E.  Moskowitz  and  C.  McCann,  '•Classification  of  Disability  in  Chronically 
111  and  Aging,"  Journal  of  Chronic  Disease,  March  1957,  p.  342-346. 

5.  F.  S.  Mahoney  and  D.  W.   Barthel,  "Furfctional  Evaluations:  Barthel 
Index,"  Maryland  SjBte  Medical  Journal,  February  1965,  pp.  61-65. 
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other  aectioas  of  the  report,  its  importance  merits  a  r»re  detailed  discussion. 
Both  the  PULSES  Profile  and  the  Barthel  Index  evaluate  the  person^s  capability 
to  -perform  specific  activities  of  daily  living  and  his  need  for  professional 
and  nonprofessional  assistance. 

'     The  PULSES  Profile  and  Barthel  Index  evaluations  for  this  study  were  done 
by  two  rehabilitation  nurses  trained  in  research  who  also  had  years-  of  clinical, 
experience.    Pretesting  of  ilistruments ' and  training  of  the  team  nurses  were  - 
carrd^  out  at  the  Tufts  Rehabilitation  Institute  in  Boston  under  the  supervision 
of  Garl  V.  Granger,  M.D.    The  nurses  scored  the  items  on  the  PULSES  and  Barthel 
scales  utilizing  medical  records  of  a  random -sample  of  rehabilitation  patients 
at  Tufts  Institute.  'Their  independent  evaluations  were  then  compared  with  each 
other  an4  with  independent  PULSES  and  Barthel  evaluations  routinely  done  on  the 
patients  by  the  Tufts  Institute,  prof  essiona;.  staft.    Reliability  was  at  .95 
between  tt^ses  and  betwe&i  sco^s  gathered  from  medical  records  and  from  in- 


person.  interviewing. 

The  reliability  of  the  Barthel  Index  itself  is  currently  being  tested  and 
analyzed  undeNthe  direction  of  Dr.  Granger.^    Preliminary  results  of  this 
separate  study  on  I00'4ehabilitation  patients  indicate  that  the  modified  Barthel 
Index  has  high  interjudge  reliability  (an  alpha  coefficient  of  ,97)  when  administered 
at  the  time  of  discharge  and  a  high  internal  consistency  reliability  (an  alpha 
coefficient  of   .92).     The  total  score  was  found  to  be  a  discriminating,  valid 
score;  and  changes  over  tl^e  are  a  reliable  measure  of  obs^ed  functiofaal  change. 

The  PULSES  and  Barth|.  evaluations  for  Time  I  and  Time  2  were  determined 
from  Information  available  In 'the  person^s  CMRC  medical  record.    At  all  centers, 
specific  and  often  extensive  evaluations  were  done  at  the  time  of  admission         \  • 
and  at  the  time  of  discharge.     In  order  to  complete  the  PULSES  Profile  and  the  . 

 6.   ^Carl  Granger,  M.D.  and  Larry  Sherwood,  "Frellmlnary  Analysis  of  the 

Barthel  Index  and  Granger  Modifications,  '  ^arcu^Jlished ,  1975. 

-  'l79 
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Barthel  Index,  the  team  rehabilitation  nurse  reviewed  the  record  including  ^ 
physician  reports  and  rehabilitation  therapy  evaluations  for  the  admission  and 
discharge  functionalAstatus*  ii^f ormation .    The  evaluation  items  were  scored  on 
the  basis"  of  the  individual's  level  of  need  for  assistance' In  performing  a 
specific  task,  such  as  eating  or  transferring  to  a  chair..   The  scoring  for  each 
'task  is  clearly  defined.    The  scoring  for  the  ta?k  performance  was  derived  from 
the  appropriate  rehabilitation  therapy  evaluation.    For  example,  mobility  per- 
formanc'^as  evaluated  from,J:he  physical  therapy  report  and  self-care  capability 
was  determined  from  the  occupational  therapy  evaluation,     ^he  rehabilitation 
nurse  studied  the  admissl^on  and  discharge  information  for  approximately  1  hour 
in  order  to  obtain  these  data.     Infrequently  a  specific  task.^rea  was  not  clearly 
defined  in  terms  of  the  level  of  assistance  the  individual  needed;  therefore, 
the  evaluation  could  not  be  completed.     The  same  procedure  was^ followed  if  the 
task  was  not  dlscussfed  in  the  record.     This  occurred  infrequently  because  many 
of  the  centers  in  the  study  used  the  Weed  (1969) ^^obrfem-oriented  medical  record 
system^  which  carefuLly  and  accurately  records-  the  data  needed  to  complete  the 
PULSES  and  Barthel  scales.  -  ^  • 

'  The  PUL^SES  Profile  and  Barthel  Index  ratings  at'  the  time  of  interview  were 
done  by  the  -  rehab ill tatlon  nurse.     Primarily  from  direct  questioning  of  the 
.  perso;i,  about  specific  tksk  performa'nce  but  also  through  observation  of  his  func- 
tional ability,   the  professional  team  made  an  evaluation  of  the  person's  cap- 
ability to  perform  the  tssks  and  his  need  for  assistance. 

•  The  PULSES  '^tof lie  scale  measures  the  heed  for  prdf essional  and  nonprof es- 
sional  assistance  iA  six  broad  areas:  ^  '  , 

P  -  The  medical  and/or  nursing  care  required  for  the  physical ^condition.. 
t  — 

U  -  The  upper  limb  functional  capability  in  self-care  activities., 

 j  Lawrence  Weed,  M.D.,  Medical  Records,  Medical  Education,  and  Patient  Ca: 

The  Problem-Oriented  Record  as  a  Basic  Tool  (Cleveland:     Press  of  Case  Western 
Reserve  Unlyerslty,  1969). 

■      .     .  .1 
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L  -  The  lower  limb  tunctional  capability  in  mobility  activities^ 

S  -  Sensory  functional  capability  in  communicatiori. 

%  ■ 

J.     E  -  Excretory  function  control. 

-  Usual  role  and  task  performance  capability. 
Each  of  these  functional  areas  is  scaled  with  values  of  one  to  four..  A 
subscore  of  three  or  four  indicates  assistance  from  another  person  is  either 
frequent  or  necessary  on  a  daily  basis.     A  total  score  of  21-24  ii?ciicates  extreme^ 
disability  (scoring  threes'or  fours  in  all  areas);  16-20  severe  disabilijt/^; 

12-15  moderate  to  severe  disability;  8-11  mild  to  moderate  disability;  and  6-7 

8  \ 

sno  disability. 

^  > 

The  PULSES  Profile  was  used  as  the  principal  screening  variable  for  the 
study.     Only  those  with  a  score  of  12  or  higher  upon  admission  to  the  CMRC  were 
selected  for  inclusion  in  the  study  sample.    Of  all  thoge  selected  in  this  study, 
37  percent  had  a  CMRC  admission  score  of  12-15,  49  percent  scored  16-20,  and 
13  percent  scored  21-24.    The  mean  score  was  16.6  and  the  median  17. 

It  is  possible  to  be  classified  as  severely  disabled  on  the  PULSES  (total 
scor^of  12)  with  only  sight  impairm^t  (orkinimal  assistai^e  required)  in 
each  of  the  six  areas  measured.     It  is  also  possible  to  have  a  total  score  of  12 
by  being  totally 'dependent  in  two  areas  and  independent  in  all  others.  However, 
^  a  person  could  bfe  significantly  impaired  by  an  emotional  disorder  and  have  a 
^^al  sco]?e  no  higher 'than  8.     Similarly,  sbmeone  who  is  blind  and  deaf  but  able 
to  manage  without  assistance  in  self-care  activities  ^aQ^ld  not  score  the  12 
necessary  for  inclusion  in  the  study.     The  criterion  of  a  minimum  score  of  12 


therefore  requires^  that  the  subject  be  handicapped  in  more  than  one  area;  i^^^, 
minimally  in  all  areas  or  maximally  in  two  or ^apre  areas. 

I   '  ■  ^ 

8;     Carl  Granger,  M.D.,  "Sccles  for  Severi;^n  Physically  Handicapping 
■"Conditions,"  unpublished,  Decerq^er  1974. 


.    -     IMr     '      ^   -     ^  

The  Barthel  Index  is  divided  into  two  subscales:     "self-cere''  and  *Wbility, 
Items  X'/hich  are  considered  more  important,  such  as  ability  to  eat  withoift  assis- 
tance,  are  weighed  more  heavily  than  less  important  i^ems  like  grooming.  A 
person  scoring  100  on  the  Barthel  Index  is  independent  of  assistance  fro*^.  ethers; 
scores  of  91-99  indicate  slight  dependence;  62-90  moderate  dependence;  21-61, 
sever^  dependence;  and  0^20,  total  dependencfe  in  self-care  and    mobility.  In 
the  Barthel  Index  the  individual  vjho  is  in  a  wheelchair  and  who  can  perform  all 
activities  except  walkiAg  50  yards    or  walking  up  and  down  one  flight  of  stairs 
independently    cannot  score  higher  than  80.     An  individual  who  can  accomplish 

9 

all  of  the  listed  tasks  except  transf^ring  to  a  tub  *or  shower  will  score  a  99. 
The  RT-7  Code  of  diagnostic  categories  for  clinical  disorders  or  handi- 

capping  conditions  was  .utilized  in  the  study  for  general  identification        the  ^ 

«^ 

disabling  condit-fim^  This  three-digit  code  was  developed  by  the  SRS  Research 

and  Trairj^ng  Center  at  the  RehabMitation  Institute  of  Tufts-New  England  Medical 

Centep^    The  code  is  based  primarily  on  the  part  of  the  body  affected  and  is 

/  ^ 
par^cularly  applicable  to  those  types  of  disorders  causing  a  handicapping 

condition.  ^ 

MAJiQR  CHARACTERISTICS  OF  INDIVIDUALS  SURVEYED  IN  CMRCs 
In  this  section,  the  demographic  characteristics  of  the  individuals  su^veyec 
in  the  10  Comprehensive  Medical  Rehabilitation  Centers  are  discussed.  The 
sample  interviewed  was  distributed  in  age  acros^  the  life  span,  with  a. dispro- 
portionate number  in  the  older  age  categories;  28  percent  of  the  sample  were 
below  the  age  of  31,  and  33  percent  were  9ver  the  age  of  60.    The  largest  per- 
centage of  patients  aged  16-30  (50  percent)  were  the^ spinal  cord  injured  followec 
By  those  with  other  neurological  disabilities  (33  percent).    The  oldest  age 

^   • 

9.  *  See  discussion  of  Barthel  Index  Scoring,  iri  Chapter  27.  '    •  " 
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group,  61  and  over,  had  disproportionate  numbers  of  persons  with  cerebral  dis- 
abilities (42  percent)  and  amputations  C66  percent).     Table  8-2^shows  age  and 
disability  types. 


s 


Table  8-2 
Age  by  Disability 


Disability 

Age 

- 

Cerebral 

16  -  30 

31  -  40 

41  -  50 

51  -  60 

61+ 

Total 

N.  % 

N  % 

N  % 

N  %• 

Q 

N  % 

-  N  % 

18  13.6 

10  7.5 

17  12.8 

31  23.4 

56  42.4 

132  100.0 

Spinal  Cord 

49„  50.0 

16  16.3 

6  4.5 

to      1.5  . 

17  17.3 

98  100.0 

Other  Neuro- 
logical 

5  33.3 

3  20.0 

1  6.6 

5  33.3 

1  6.6 

15  100.0 

Musculo- 
skeletal 

4  15.3 

5  19.2 

4  15.3 

3  11.5 

10  38.4 

26  100.0 

Amputations 

3  10.0 

0  0 

0  ■  0 

7  23.3 

20  66.6 

30  100.0 

Other 

3  10.0 

0  0^ 

—  0  0 

0  0 

"0  0 

3  100.0 

Missing  In- 
formation 

.» 

3 

TOTAL 

82  26.7 

34  11.0 

28  9.1 

J  1^  

56  18.2 

104  33.8 

307  100.0 

The  majority  (79  percent)  of  ^he  surveyed  popoulation  was  white.  Twenty 
percent  were  black,  and  virtually  no  other  racial  groups  were  represented. 

The  seic  distribution  of  tt|e  sample  differed  from  that  of  the  1966  Survey 
of  Disabled  Adults  by  the  Social  Security  Administration;     In  the  CMRC  survey, 
males  composed  59  percent  of  the  population,'  and  females  41  gercent,  whereas 
in  the  Social  Secufity  Administration  national  sample,  a  higher  percentage  ot 
females  (7.*  percent)  'than  males  (4.7  percent)  reported  thems,e|^ves  to  be 
severely  disabled. 
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The  disability  category  with.,  the  largest  number  of  males  (75  percent)  was 
spinal  cord  injury;  females  were  overrepresented  ^.n  the  "other  neurological" 
'category,  with  80  percent,  and  in  the  "musculoskeletal'*  category.     The  sex 
distribution' of  the  categories  of  cerebral  disability,  amputation,  and  other 
neurologicaj.  were  similar  to  that  of  the  total  sample. 

Almost  half  of  the  sample  were  married,  and  one-fourth  were  single.  Seven- 
teen percent  were  separated  from  their  spouses  through  deaxh,  divorce,  or 
separation. 

The  occupational  background  of  those  individuals  was  diverse,  as  Table  8-3 
ilius trates..    The  majority  of  the  population,  however,  had  a  high  skill  level, 
as  evidenced  by  the  last  job  at  which  they  were  employed  (or  were  presently 
employed).     Professionals,  managers,  and  administrators  conjprised  almost  one- 
cjuarter  of  the  sample.     Sales /clerical  workers  and  skilled  craftsmen  comprised 
another  sixth.     Individuals    with    less  physically  taxing  jobs  are  likely  to 
have  an  easier  reorientation  process  after  disability  than  p^ersons  with  jobs 
requiring  more  physical  strength.     Those  who  had  been  employed  as  service  workers 
laborers,  and  private  household  workers  will  probably  have  more  employment  proble 
because  they  generally  would  not  be  able  to  return  to  physically  dejnanding  work.^ 

Thhi  relatively  small  percentage  of  those  never  employed  was  composed  of  house- 

f  ■  ^  ^ 

wives  and  those  under  20  years  of  age  who  had  never  been  in  the  labor  market 

prior  to  the  onset  of  their  disability. 

An  examination  of  educational  background  again  points  out  the  fact  tha«t 

the  persons  interviewed  were  for  th»e  most  part  a  highly  skilled,  highly  educated 

group.     This  finding  h^^hlights  the»  difference  between  this  sample  and  the  1966 

^Social  Secuirty  Administration  sample,  in  which  42  percent  had  less- than  8  years 

of  education.  "^^    The  majority  of  the*  CMRC  sample  (62  percent)  liad  completed  11 


iU.     Kathryn  H.  Allan  and  Mildred.  E.   Cinsky^  General  Characteristics  of  the 
Disabled  Populat£on,  Report  No.  19,  Sor^-^l  Security  Survey  of  the  Disabled:  1966, 
(DHEW,  1972),  pp.   1-14.  > 
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Table  8-3 
Type  of  Usual  Occupation 

«5i  ^  


Number  Percent 


Professional,  technical  and  kindred 

workers  36  11.7 

.     Managers   and   adminis trators  •  •  •  •  •  •  34  11.1 

Sales  workers   5.2 

Clerical  and  kindred  workers  32  10,4 

Craftsman  and  kindred  workers  39  ,  12.7 

Operatives  except  transport  37  12.2 

Transport  equipment  operatives  A  1.3 

Laborers  except  farm  11  *  3.6 

Farmers   and    farm  managers  "  •  /.A          ^  1*3 

Farm  Laborers  and  farm  foremen  1     -  .  0.3 


Service  Workers  except  private        .  • 

household  29  9. A 

Private  household  v/orkers  17  5.5 

Never  employed. ...  f.  ..   A4          *  1A.3 

Don' t  know  3  1.0 

sTOTAL  307  99,9 

— i-  ^  \  *  ' 


/  - 
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or. more  years  of  education.     However,   there  was  consl'*  ^^s^l*^-  ^ "  bef'c^ 

different  diagnostic  t/pes.     Those  with  "other  neurolc -^.r' ca     di -.:**:>•*  it  ies"  hcJ 
the  highest  percenta^ge  (9  3  percent)  of  individuals  whc  had  cc^o^^cted  li  more 
years  of    education.      Sixty-eight  percent  of  spinal  cord  Injured  individuals 
65  percent  of  those  with  G^erebral  disabilities  had  also  completec  11  cr  riore 
years  of  education.     Only  33  percent  of  amputees,  however,  conple.^jd  /ti  high  schoo 

education.     This  is  probably  due  In  part  to  their  greater  a-;e. 

Examination  of  the  amount  of  annual  income  earned  by  these-^persons  a^  their 
last   (or  present)  positions  revealed  that  24  percent  were  earning  over  $8,000 
per  year.    .This  finding  is  compatible  with  the  fact  that  a  large  number  held 
managerial  positions.     VJhile  these  persons  possessed  considerable  resources, 
fully  29  percent  of  the  sample  earned  less  than  $A,800  per  year  before  their 
disability. 

The  prersent  household  income  is  the  total  annual  income  that  supports  the 
household  in  which  the  disabled  person  resides,  whether  he  lives  alone  or  in  a 
familial  setting.     At  the  time  of  interview,  29  percent  reported  household 
incomes  of  less  than  $A,801.     In  other  words,  almost  one-third  of  the  households 
were  at  or  below  the  current  poverty  level. 

T^able  8-A  presents  the  di^erent  soiu^fes  of  household  income.     The  predomin 
source  of  income  was  Social  Security   (71  percent)  followed ^by  salary  and  wn?es 
at  ACT  percent.     The  predominance  of  individuals  receiving  Social  Security  income 
reflects  the  age  and  disability  level  of  the  sample.     Wages  were',  for  the  most 

part,  being  contributed  b^  other  members  of  the  household,  since  only  13  percent 

•  ^  y 

of  the  sample  were  presently  employed. 

The  majority  of . the  survey  population  (53  percent)  were  residing  in  n  large 
citv.     This  factor  is  probably  due  to  the  sample  design  and  to  the  location  .of 
the  CMRCs.     Forty^ive  percent  of  those  interviewed  lived  in  a  small   town  or 
rural  area.  ^  .  ' 
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Table  8-A 
Household  Income  Sources 

 ' — ^ 

4 

Source  of  Income. 

^  Number 

Receiving 
Income  From 
Source 

Percent 
Receiving 
Income  From 
Source^ 

for  those 
Receivi--.  "re- 
source 

r  

 125 

40.7 

$10, A9:. 

Non-farm  self-employment .  • 

 21 

6.8 

2,626 

 8 

2.6 

78 

1 

 217 

70.7 

11,309 

 81 

26.4 

11,393 

 53 

17.3 

1 , 308 

Unemployment  compensation. 

  ...50 

16.3 

3,001 

Private  pensions,  trusts,'. 

 73 

23.8   •  • 

7,258 

 35 

11.4 

3,522 

ft 

Percentage  totals  exceed  100  because  clients  may  receive  income  from  several  sources. 
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Most  of  these  people  (72  percent)  were  living  wit^jj^eir  families.     T'^ose  ^ 
who  lived  in  nursing  homes  comprised  almost  11  percent  of  the  sacole.  Living 


ERIC 


with  one's  family  does  not  appear  to  be  determined  by  disability  ty^e. 

The  family  appears  to  remain  intact  after  one  member  is  disabled.  Divorce^ 

or  separation  as  a  result  of  disability  (3  percent)  was  not  a  frequent  event  in 

this  sample.     Changes  in  relationships  with  their  children  were  reported  by 

only  12  percent  of  the  respondents.     This  change  was  mc^':  often  negative,  such 

f 

as  that  children  had  become  disobedient  or  uncairing,  according  to  respondents. 
Others  have  found  that  Impairment  is  associated  with  better  interpersonal,  gela- 
tions only  if  the  condition  is  obviously  apparent.  "^^ 
Employment  '^^  ' 

The  onset  of  physical  disability  has  serious  consequences  on  employment^  and 
generation  of  income.     While  ¥S  percent  of  the  sample  was  composed  of  studeryts 
and  people  retired  because  of  age,  2A  percent  had  had  to  retire  because  of  dis- 
ability,  and  A3  percent  were  unemployed.     Only  13  percent  of  the  sample  were 
employed  at  the  time  of  interview. 

-  As'  Table  8-5  illustrates^  of  the  persons  currently  employed,  55  percent 
were  physically   independent,  according  to  the  Barthel  Index,  with  an  additional 
13  percent  being  only  slightly  -dependent.     In  contrast,  only  17  percent  of  the 

L 

nonworking  individuals  in  the  sample  had  a  perfect  Barthel. score ,  aiW  A2  percent 

were  either  totally  or  severely  dependent,  compared  to  only  3  percent  of  those 

who  were  employed.     Clearly,  the  level  of  functional  capability  is  related  to 

employment  status;  the  more  functionally  able,   the  more  likely  the  person  will 

♦ 

be  employed.  '         '  ' 

Two-thirds  of  the  working  individuals  in  the  sample  Were  below  the  age  pf 
40,  whereas  only  about  half  of  the  nonworking  persons  were  at  a  ^mparable  age 

*11 Margaret  A.  Zahn,  ''Incapacity,   Impotence  and  Invi^ibl^  Impairment: 
Their  Effects  Upon  Interpersr^na  1  Relations,"  Journal  of  Health  and  Social  Be- 
havior, June  1973,  pp.  115-121. 

/  188  ;    , . 
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Table  8-5 

.  Current  Barthel  Scores  by  Employment  Status 


Scores  and 
pegree  of 
Dependance 

1 

Working  ' 
W  % 

Not 
Working 

N  % 

1 

Other"  j 

N  .     '%-■■  , 

Total 

N  ■ 

0-20 

(Total) 

0 

14'  10.6 

7 

5.5  j 

21 

•  7. 

1 

21  -  61 

(Severe) 

1 

2.6 

46  30.3 

35 

27.7 

76 

62  -  90 

(Moderate) 

11 

28.9. 

40  30.3 

43 

34.1 

94 

32. 

4  ^ 

> 

91  -  99 

(Slight) 

5 

13.1 

16  12.1 

28 

22.  2 

49 

16. 

3 

100 

(Independent) 

21 

55.3 

22  16.7 

13 

10.  3 

56 

18. 

7^  ^ 

Unknown 

3 

grrOTAL 

38 

100  . 

132  100 

^  126  100 

299 

100 

^Other  Includes^ 

students  and 

those  retired  because  of 

disability  or 

age. 

J 

/ 

>  Table  8-6 


1      Employment  Status  by  Grade  of  School  When 
Finished  or  Left  School 


Status 

1- 

N 

6 

% 

7- 

N 

10 

% 

11- 

N 

12 

? 

13- 

N 

16 

0 

/ 

17- 

.  N 

28 

% 

Total 

Employed 

1 

2.6 

2 

5. 1 

17  •> 

43. 

6 

9 

23 

.1 

10 

25.6 

39 

12. 

9 

Not  Working  ♦ 

15 

11.5 

39 

29.8 

53 

40 

5 

21 

16 

.0 

3 

2.3 

131 

43. 

4 

Other 

15 

11.4 

39 

29.5 

48 

36 

.4 

25 

18 

.9 

5 

3.8 

132 

43 

7 

Unknown 

)  . 

5 

TOTAL 

31 

10.2 

26.4 

118 

39" 

.  3 

55 

18 

.2 

18 

5.9 

302 

100 

7 


Other  includes  retired  and  students. 
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level.     Thas,  dhe  older  the  sample,  the  greater  the  percentage  who  is.  not 

working .  *  ^       .  . ' 

Physical  and  social  support  at  home  may  be  related  to  emulov^ent  .*  Fi^-tv- 
one  percent  of  those  employed  were  married,  while  only  39  percent  of  the  ncr- 
working  individuals  were  married.  ^ 

Disability  type  seems  to  be  related  to  employment  status,     "^or  exa-^T?*.-^.  2^ 
percent  of  those  with  "other  rjeurological"  disabilities  were  currently  employed, 
almost  double  the  proportion  of  any  other  group.    Jourteen  percent  of  the  sanple 
^     with  cerebral  and  spinal  cord  disabilities  were  currently  employed,  and  no 
amputees  were  employed.     The  latter  finding  is  probably  accounted  for  bv  the 
'  fact  that.this  group  is  an.  older  population.     These  results  are  consistent  with 
the  findings  relating  educational  level  to  disability  categories.  ^ 
»    Educational  level  vjas  a  major  influence  on  employment  status.  .  Of  those 
employed,  92  percent  had  completed  11  or^more  years  of  education,  as  Table  8-6 
illustrates.     Only  58  percent  of  those  not  working  had  completed.  11  or  more  years 
of  education-.     It  appears  th^^t  tlie  higher  the  educational  level,  the  greater 
the  likelihood  of  post-disability  employment. 

Almost  50  percent  were  employed  within  the  past  5  years :  21  percent  had  not 
worked  in  over  5  years.    Thirty-four  percent  of.  the  sample  had  worked  full  time 
for  at  least  21  years,    ffhis  long  wdrk  history  is  consistent  with  the  fact  that 
one-third  of  the  sample  was  over  60  years  of  age. 

Severity  of  disability  was  the  tEajor  reason  given  for  not  v/orking.    A  few 
listed  transportation  problems  as  a  hindering  factor-     The  results  of  thft^special 
conditions  needed  for  x^orking"  question  seems  to  indicate  that  most  sevejrely 
'  d4.sabled  people  require,  at  a  minimum,  light  work  and  a  flestible  work  environ- 
meift  if  they  are  to  be  employed. 
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Those  working  had  fewer  impediments  than  the  nonwcrklng  in  getting  to  the 
^ob.    /rhe  n^lor  needs  of  those  working  were  centered  around  transportation, 
physical  accessibility  to  the  work  setting,  and  the  need  for  light  work.  The 
needs  of  those  not  working  were  similar  but  more  compe-^xing.     Those  not  workir/.; 
also  reported  a  greater  need  for  personal  assistance,  such  as  help  frotr  c^i'^ers 
to  get  ready  for  work  and  need  for  attendant  help  a work. 

Transportation  difficulties,  lack  of  ramps  and  elevators,'  rigid  wor^ChecJules,, 
and' inaccessible  washrooms  w^t'e'major  pi^oblems  of  the  sample  who  conceivably 
could  go  to  work  or  school.     Over  90. percent  of  the  individuals  who  could^go  tc 
school  or  work  needed  help  in  aTCcomplishing  these  g(5a;s.     Fifty  percent  6f  those 
who  could  v/ork  were  able  to  do  only  light  work  because  of  their  functional 

limitatiotja.  *  '  , 

PHYSICAL  CONDITION 

This  section  v^ill  describe  the  physical  condition  of  the  sample  population. 
Among  the  areas  which  will  be  analyzed  are  disability  type,  Barthel  score,  PULSES 
score,  and  the  relationship  between  disability  type,  age,  and  severity. 
Disability  Categories 

•    Drawing  upon  the  RT-7  code  of  diagnostic  classification,  five  major  cate- 
gories  of  disabling  conditions  were  identified  and  utilized  in, this  study: 

1.  Neurological  Disorder  of  the  Cerebrum,  including  stroke 

2.  Neurological  Disorder  of  the  Spinal  Cord,   including  paraplegia  and 
quadriplegia.  ^ 

'3.     Other  Neurological  Conditions,   including  hearing  disorders,  myopathy, 
general  central  nervous  system  disorder,  peripheral  nerve  disorder, 
and  cerebral  disorder  (general). 
4,     Musculoskeletal  Disorders,   including  arthropathy  and  cardiac  disorder. 

'5.    Amputations,  including  all  combinations  of  limb  amputations. 
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Neurological  disorder  of  the  cerebrum  (42  percent)  and  of  the  spinal  cord 
(32  percent)"  constituted  the  largest  groups  in  the  aampleV   Both  the  musculo- 
skeletal and  amputations* categories  constituted  9,5  percent  of  the  population; 
other  neurological  conditions   (7  percent)  comprised  the  smallest  proportion  of 
the  sample  population. 

The  CMRC  sample^  is  not  representative  of  national  samples  of  the  disabled.^ 

IriLboth  the  Health  Interview  Survey  of  1969-70  and  the  Social  Security  Administra 

tion  Survey  of  1966,  cardials  and  musculoskeletal  conditions  were  the  largest 

categories  of  disabling  c6nditions,  accounting  for  over  half  of  the  disabled  in 

the  1966  survey.     All  neurological  conditions  combined  accounted  for  the  second 

/  12 

largest  grouping  but  at  a. much  lower  percentage.        The  CMRC  sample  was  more 
severely  disabla^d  than  the  above  two  samples,  which  accounts  for  the  high  propor- 
tion of  persons  with  neurological  impaimtents  and  low  proportion  of  cardiac 
patients. 


Cause  of  Disability/  ' 

The  etiology  of  disability  was  divided  into  six  major  groupings: 

1,  Selfr-ilif licted  accident,  which  included  suicide  attempt  or  a  fal^ 
with  no  one  else  involved, 

2,  Other-inflicted  accident,   including  vehicular  accidehts,  gunshot  wounds 
from  another  person,  and  toxic  reactions  to  dru 

3,  Sudden  onset  of  diseasg,.  such  as  stroke  or  any  disoiaae  t^at  resulted 
in  a  disabling  condition  within  1  year, 

4,  Over-time  onset  of  disease,  meaning,  that  the  disabling  condition  did 
not  bepome  evident  unt^l  1  year  a^ejp  disease  onset.     Examples  include 
arthritis  and  ampytatioij . due  to  diabetes. 

5,  Birth  trauma  or  congenital  .condition. 

12^     Charles  S,  Wil^der,  "Limitation  of  Activity  Due  to  Chronic  Conditions , 
Vital  and  Health"^  Statistics ,  April  197  3;  and  Allan  and  Cinsky,  General  Charac- 
terietics,  '  .  ^ 
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k    6.     Other  orV  Don't  Know.     This  cateogry  was  utilised  when  insufficient 

medical  record  infqrmation  did  not  provide  a  clearly  defined  cause  of 
disability..  '  '   ^     "  .        -  - 

Of  the  int^viewed  population  disability" caused  by  disease,  was  the  most 


prominent,  comprising  60  percent  of  the-  sample.     The  accident-dis^abled  (both 


•other  -  and  self-inflicted)  constituted  3h  percent  of  the  sample.     These  people 
^  primarily  suffered  spinal  cord  injury.     Individuals  with  birth  traumas  were  the 
.    least  represented  in  the  population  (4  percent) .  ^ 
Functional  Performance       \^  ^ 

One  of  the  principal  rehabilitation  goals  is  to  return  the  disabled  per- 

c  ^ 

son  to  his  optimum  possible  functional  level  and  to  help  him  maintain  that-.high 
level  of  performance.     While  .there  is  considerable  research  showing  positive     •  - 

:  1  ■  -         J-  .  ■ 

changes-  in  functional  improvement  during ^hospitalization  in  a  rehabilitation 
facility,  .much  les^  is  known  about  the  stability  of  changes  over  time.     The  data  • 
permit  the  jStu^y  of  functional  changes  over  a  2-year  period.     Functional  mea- 

"^urefe  were  t^en  at  admission,  discharge^  and  approximately  2  yearso later,  at 

.1 

the  time  of  interview.  >  * 

A  comparison  of  the 'PULSES  total  scores  across  the  three  time  periods  shows 
substantial  functional* improvement  during  the  stay  in  the  rehabilitation  hospital. 
A  comparison  of  current  'and  discharge  scoi^es  reveals  that,  while  a  few  in- 
dividuals  regressed,  most  indivi»duals  maintained  the  level  of  physical  functioning 
that  they  had  achieved  by  the  time  of  their  discharge  from  the  CMRC,  and  some 
(9  percent)  showed  even  furt;her  f(inG4fc±onal  improvement  from  discharge  to  the 
current  time  period.  ' 

An  analysts  of  the  totdl  fiarthel  scores  across  the  three  time  periods  shows 
a  pattern  s-imilar  to  that  observed  between^the  PULSES  ^scores  .    There  wns  marked 
,  functiHtfial  imptovement  from  admission  to  discharge  and  a,  stabilization  or 
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improyemenV  from, discharge  to  the  present  time . .  Almc/st,  11  percent  ipade  function- 
al  gains  from  discharge  to  the  time  of  interview.    Total  PULSES  T^nd  Barthel.  , 
scores  correlates  highly,  and 'over a.11  pattejrns  ob'Cained -from  these  two  instru- 


-ffients  -were  wry  aludlar^  ^he-Bar-thel^^Ia^ex  -S4i¥s€alesymeasttring  ge].f -care,  and 
mobility  also  reveal  cuiiLlrmed  4:mprov^nent-ever  the-^a^    t^cf^^xerlods  r-^lUxs^ 
evidence  seems  to  Indicate  that  rehabilitation  ^is  ay long  and  .complex  process 


that,  takes  place  over  years. 

In-examiriing  the  Barthel  Iijdex  items  f^'  self-car^  capability  over^time, 
several  interesti^ig  contrasts  .a^ear .  ^^sft  time  of  admission  4:o  the  .CMRCe^^nder 
55  percent  of  the  sample  could  per|«rm  such'  tasks  as  drinking,  e&ting,.and 
dressing  themselves.    At  time^f  admission,  the  population  was  also  a  markedly; 
nonmobile  group,  with  les^^han  7  percent  able  to  either  walk  50  yards  or  climb 
a  flight  of  stairs.  those  confined  to  a  wheelchair,  only  20  percent  were 

able  to  maneuver^t\by  themselves.  ,  . 

At  the  £^  of  (ii^harge,>a^iiiarked'  improvement  was  evidenced  ^r  all  of  . 
these  c^Cegories.     Over  75  percent  of '  the  sample  coLld  drink  and  eat  "on-fhe^-r^ 
o^^^^'the  percentage  who  were  independent  either  in  a  wheelchair  or  walking  had 
/also  markedly  .increased  (36  and  30  percent,  respectively)-     It  is  important  to 
note  that  at.^thT time  of  interviewing ,  ^ the' functional  'level  had  not  decreased, 
appreciably  in  any  category  and  had  increased  in  some  areas. 

The  changes  in  functional  level  can  not  be  directly  attributed  to  treatment 
received  in  theCMRC's,  since  the  level  of  improvement  gained  without  treatment 
is  not  known.     In  order  to  make  a  valid  study  of  the  impact  of  CMRC  services,  . 
a  control  group  is  necessary.  ,  ^ 

Of  equal  importance  when  consider ing  independence  of  living  are  those  tasks 
which  deed  to  be  performed  every  day  in  order^  to  m&intain  a  household  and  to 
establish-  Social  contact.     The  respondents  were  as^ed  whether  they  could  perfon 
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a  number  of  tasks  and'f'if  so,  whether  performance  of  the  task  presented  any 
difficulties.     Operating  household  appliances  caused  no  difficulty  for  47  per- 
cent  of  *the- sample,  but  28  percent  coyld  not^do  this  at  all>    Perf omnantfe  of  , 


tasks  needed  to  establish  social  contact t  such  as^using  the -telephone  an 


no^ 


 -i- 


admitting  visitors  to  the  home,i  caused. no  difficulty  fo^  about  three-fourths 
of.  the  sample;  slightly  over  10  percent  could -not  perform  these  functions  at  all.^ 


Six  percent  of  the  sample  could  nat  get  out  of, bed  alone  and  ailother  13  percent. 

*      ■  y  - 

could  do  so  only  with  some  difficulty*  '  - 

/  For  dther  items  such  as  lifting  or  carrying  wights,  stooping,  bending  or 
^^-i^eeling,  reaching  with  both^rms,  and  usiijig  hands'and  fingers,  under  6D  percent 


of  the  sample  could  perform  these  tasks  with  nd  difflcnlt^. 
Re latitonghips.  Between  Severity,*  Age  and  Disability  Type 


According  to  our  results,  age  ;is  ^a  major  predictor  of  disability  type. 
Two-thirds  (65  percent)  of  the  individuals  with  ceteb'ral  haridicappin&  conditions 
were  51  years  of  age  and  over,    ^ost  of  this  group  suffered  strolces^  Younger 
individuals  were  more  likely  to  have  experienced  a  cerebral  handicap  as  a  result 
of.  a  gunshot  wound.     On  the  other  handU  50  percent  of  the  spinal  cord-  injured 
were  under  31  yef^rs  of  age,  and  mo^  of  these  individuals  had  experienc^ed  seri- 
oilH^accidents  or  gunshot  -  wounds^  Almost  40  percent  of  the  p^sons  with  musculo- 
skeletal problems  "Vere  6^  or  ov^r.     These  older  individual^ had  arthritic  or 
cardiac  condi-tions.     Two-thirds  of  the  amputees' were  also  over  60;  the  majority 
of  these  persons  had  lin\bs  amputated  as  a  result  of  diabetes. 
Age  and  Severity*  *        '  ^  ^ 

»    The  age  of  the  sample  by  severity,  -as  measured  by  the  Barthel  Index,  is 
illustrated  in  luable  8-^^f^^n  general,  those  who  were  older  are  more  independent, 

with  the  exception,  off  the  age  group  of  th^se  41-45.     Those  in  the  sample  who 

-    .  ■  ■      '  &  ' 

were:  under  31  were  rep^-esenfed  evenly- all  Barthel  categories,  with  only  slj.ghtj.y 
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fewer  in  the  totally  dependent  gfroup.  'In  the  31-AO  age  gro^?,  70  one  was  totally 

dependent,  and^ost  were  moderately  dependent  to  indepf^ndent .     Persons  over  65,. 

on 'the  other  hai|d,  were  plearly  more  dependent  than-  independent,  with  A3  per-        .  ^ 

•   »  -  "*  *  * 

cent  being  totally  or  severely  dependent. 

•       .       .       /  ^     ^  ' 

The  excepted  group  of  those  aged  A1-A5  have  53  percent  who  are^  totally^  cjr 

severely  dependent.     Most  of  the  persons  in  this  age  group  have  had  strokes.  > 
Disability  Type  and  Severity  .  *  *  . 

•     .  She  severity  of  functionar  limitation*   at*  the  time  of  interview  as  mej^red 
by  PULSES  and  Barthel,,  is'  considerabW  more  serious  for  persons  with  cerebral,  . 
spinal  cord,  and  other  neurological  problems  than  it  is  far  individuals  with 
musculoskeletal,  amputation,  and  \)ther  conditions,  as  Table  8-8  illustriWies . 
This  pattern  identifies  those  indtyiduafs  Who  ate  mos/  severely  *  limited^  in  fane- 
tion  over  time.     It  should  be  noised  that  every  iVidividual  who  was  selected  into  ^ 
the  atudy  had  to  have  an  initial  PULSES'  sc6^  of  12  or  higher.     The^data  at  the 
time  of  interview  ('2  yedrs 'later)  show  tl/ajt  40  perVent  of  the  sample  fell  below 
the  PULSES  12  leyel indicating  greater  funct ional .Rapacity .     These  people  m^de 
and  maintained  functional  improvement  2  yearfe' after  V^^charge  from  the  CMRC '  s*. 


Table  8-8 


Barthel  Score  at  Time. of  Interview    b^  Disabil\ity  Category 


.   1                      1       .  Total 

Barthel  Scor 

•Category               ^  | 

N  . 

•V 

/D 

r 

21 
N 

-  61 

c/  . 
/o 

62 

N 

-  90 
% 

_  99 

/• 

N 

100 

% 

Total 
^  N 

 T  — t— 

Cerebral  ' 

11 

8. 

6 

.  26 

6 

34 

«  ^ 

26. 

6 

23.\ 

18. a 

26 

20 

3 

Spinal  Cord 

8 

a. 

3 

1  30 

31 

.3 

37 

38. 

5 

11. 

11.5 

10 

.  10 

4 

96 

Otht»r  Neurological  i 

*1 

(). 

7 

5 

33 

3 

3 

20. 

0 

0 

6 

40 

0 

15 

Musculoskeletal 

1 

3 

8 

2 

7 

7 

8 

30. 

8 

8 

30.8 

•  7 

26 

9 

i6  ' 

Amputation 

0 

A 

15 

4 

11 

42. 

.3 

6 

23.  1 

•5 

19 

2 

26 

Other 

0 

1 

50 

0 

0 

0 

1 

'30 

0 

2 

TOTAL  . 

.21 

2  . 

/() 

2') 

.9 

9J 

31. 

7 

48  . 

Ah  J 

55 

IH 

8 

^Approximately  11/2  years 

after 
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Persons  with  musculoskeletal  and  amputation  conditions  showed  the  least  f 
fuoctlonal. limitation  at  the  time  of  Interview.     The  dita  pattern  suggests  t^at 
these  Individuals  made  and  maintained  marked  Improvement  froir  tlme'of  entry  inic 
the  rehabilitation  facility  through  followup.    Although  peTspns  with  cerebpal  . 

 ±  ^  _   .  »    .  .    .  ....  ^ 

and  spinal  cord  handicaps  were  t\ie  most  functionally  limited,  It  shoOld  be 
emphasized  ttjat  one-third  Ijad  improved  their  PULSE?  score  (to  below  12)  at  the 
"time  of  Interview.     This  shows  that  substantial  members  of  the  severelv  disabled 
*are  able  to  achieve  and  maintain  a  moderate  degree  of  functional  Independence 

over  time.       '  .  ^  .  \       ^  '  - 

Functional  limitations,  defined  as  the  abllltyt^o_  opei-ate  appldcances ,  take 
medicine,  ^get 4n  and  out  of  bed,  sit  for  more  than  an  hour,  lift. or  carry  ^ 
weTghts,  stoop,  bend  or  kneel,  reach- with  both  arms,  use  hands  ancf  fingers,  use 
the  .telephone,'  operate  a  TV,  radio  or  srereo  and  admit  visitors  to  the  home, 
were'reported  more  by  older  respondents,  when  interviewed,  than  younger  respondent 
The  results  are  consistent  with  thoseusln^;  PULSES,  Barthel,  and  dls\blllt^ 
type  as  indlaators  o^  severity.     These  patterns  consistently  show  th/t  age  is 
strongly  related  to  severity  of  functlo^nal  limitation. 
Functional  Limitations  and  Severity  •  . 

Total  Barthel  scores  were  highly  related- to  PULSES  scores  as  well  as  to 
■  functional,  limitations  scores',  which  suggests  that  all  these  measures  are  tapplnr 
different  aspects  of  severity-     In  general,  indiyiduals  who  are  more  dependent, 
as  measured  by  the  Barthel  iTidexr  have  mote  difficulty  in  performing  functional 
llmlt^lon  activities.   'However,  even  people  who  scored  high  c^n  the  Barthel  had 
difficulty  "lifting'  or'carrylng  weights,"  "stooping,  bending  or . kneeling ," 

"reaching  wfth  both  arms,"  and  "using  hands  and  fingers.'^  These  results  indicate 
J'  ^  ■         .  . 

that  Individuals  who  appear  j:o fbe  physically  Independent  on  the  Barthel  scale  can 

experience  ponsiderable  dlfflcuKv  performing  physically  strenuous  or  dexterous 

tasks.     6n  the  other  hand,  most  IndivlcJuai..    'ho  stored  low  on  the  Bar thel "  scale 

•       .  198      •  ■'  - 
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were  able  to  yse  the  telephone,' operate  a  tie  le  vis  ion  set,  radio,  or  stereo,  anji  - 

•sit  for  more  than  an  hour.     Only  persons  in  the'  totally  dependent  ran^e  on  the 

Barthel  scale  had 'difficulty  with  these  activities.  ' 

The  vety  severely  disabled  canno^perform^ven  relatively  eas}^  tasks  b/  ^ 
•       ,  '  w         •  '  ,  \ 

^themsBlvea*    For  Instknce/SS  percent  pf  ^he. indivj.duals  in  the  potally 'dependent 

range  on  the  Barthel  scale  could-'not  usei  the  telephone,  and  another.  35  percernt 

had  some  difficulty  in  do'it\g  so.     Soin^(6  perc^nt^  were  depBndgnO  on  others 

even  to  use  the  telephone  and  operate  aNfadio,  television,  or  stereo  set*  Theso 

\  ,         .  y 

individuals  required  a  high  level  of  support.     In  general,  t;he  pattern  that 

emerges  indicates  that  most- of  -  the  severely  disabled  (at  time  - of  intervi  ew)  can  ^  , 

independently  perform  tasks  of  moderate  difficulty  but  that  they  cannot,  do  well 

on  physically  demanding  tasks.  '  ^  '  > 

Other  Factors  Affecting 'Capacity  -to  Function  Independently         .  . 

1  \  '  ■  ■ 

In  rodeir  to  assess  need  for  medical  attention,  respondents  wene.  asked  how 

'     ^    '  -    .    ■        '  .  .     .    •  *     ■[.-  , 

often  they  saw  a  doctor,  nurse,  or  physical  therppist  and  how  often  they  took  | 

'medication.^  Almost  8  percent  saw  a  dpctor,  nurse,  or  therapist  at  least  daily, 
over"  11  percent  .visited  one  of  these  professionals  at  leaW  weekly..  The  largest 
percentage  (41  percent)  visited  at  least  once  every  three  months  but  not  as 
often  as  once  a  week.     Only  16  percent  of  the  sample  did  not  currently  take 
prescribed  medications.     Over  80  percent  took  medication  daily.  ^ 

Level  of  physical  function  is  very  important  for  independent  task  perform- 
ance, but  independence  in  social  settings  requires  that  the  person  be  able  to 
communicate  t^eli,  in  addition  to  being  physically  independent.     Impairments  in  speech 
(either  in  enunciation  or  Content)  and  listening  cpn  ^11  btit  destroy  effective 
social  interaction.'    An  analysis  of  communication  across  the  three  time  periods 
shows  that  positive  gains  in  listening,  spee^^content ,  and  speech  enunciation 
were  made  during  hospitalization  but  that  little  gain  or  even"som6  reversal  of 
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progress  w^s  made  in  the  2  years  after  di^schargef.     These  results  might  well 
demonstrate  the  effects  of  speech  therapy  during  hospitalization.     Hqj^/ever,  a 

more  detailed  analysis  of  the  data  is  required  to  test  thaty hypothesis . 

r 

I  ,  Multivariate  regression  analysis  was  performed  to  determine  the  predictors 

! 

I  of  diahge  in  functional"  aT)flity .     The  following  variables  —  age,  sex,  race, 

education,  cost  of  PIRC  stay,*  disability  type,  and  PULSES  (admission  and  dis- 

charge)         failed  to  explain  more  than  2  percent  of  the  variance  in  functional 

^  changes  over  time,  as  measured  by  the  Barthel  Index. 

Funotional  Performance  in  the  Home  and  Social  Environment 

Complete  re^ha))ilitatlon  implies  a  resumption  of  social  life.     The  survey 
V  results  indicate  that  AO  percent  o^  the  sample  who  do  not  reside  in  nursing  y 

homes  lead  an  active  social  life  in  their  own  homes,  40  percent  have  some  visito 
^  and  17  percent  have  almost  no  social  interaction  in  their  homes  with  friends. 

Visiting  with  friends  outside  of  their  residence' was  a  difficult  problem 
for  mqst  of  the  sample  population.  Transportation  problems  and  physical  barrier 
prevented  many  of  them  from  going^outside  easily.  Two-third^  of  the  noninstitu- 
tionalized  population  visited  freinds  outside  their  homes  less  than  twice 
week.     It  should  be  noted. that  1  out  of  10  persons  were  completely  homebo^nd. 

*  The  dependency  of  the  noninst^^tutionalized  sample  is  also  evident  ^^n  •home- 
making  activities.     Sixty-eight  percent,  needed  help  in  preparing  meals  and  wash- 
,  ing  dishes',  79  percent  needed  help  in  housfecleaning  and  gardening,  and  16  percen 
required  child  care  help.     This  dependency  was  made  even  more  difficult  by  the 
fact  that  11  percent  of  t\je  sample  did  not  have  anyone  whom  they  can  call  upon 
for  help-  in  moments  of  great  need. 

The  data  presented  here  describe  a  population  th^t  is  physically  dependent 
and  socially  Isolated.     A  superficial  reaction  would  be  to  paint  a  bleak  picture 


2  jO 


•  183        '  '  •  . 

o- 

of  a  socially  isolated,  futile  existence.     However,  the  facts  do  not  support 
this  view.     The  seveylRy  disabled  shcrv  marked  improveme-ft  in^-physlcal  function, 
communication,  and  .social  competence  over  time.    .They  do_  have  some  degree  of 
functional  indefiendence .     Much  df  their  isolation  and  dependency  can  be  attri- 
buted to  physical  barriers  and  transportation  proble^is  in  their  lives.  These 

4- 


ar^4;>^roblem8  with  solutions.  -  As  barriers  are  reduced,  further  functior.el 
improvements-  should  be  noted.  *  ' 

SERVICES 

This  section  describes  Che  service  agencies  contacted  and  the  servlr*-*^ 
received  from  CMRCs ,  Vocational  Rehabilitation  agencies,  and  other  service  ^ 
.agencies.     The  sources  of  payment  for  these  services  and  the  cost  of  services 
received  at  the^  CMRCs  are  also  includecl. 
CMRC  Services 

The'  10  centers  included  in  the  study  offer  comprehensive  rehabilitation 
programs.     All  major  rehabilitation  services  are  available  at  these  centers, 
although  C.WO  secomlary  therapies  are  unavailable  at'  a  few.     The'quality  of  the  . 
programs  is  reflected  by  the  number  and  qualifications  ^  the  staff.     With  few 
.  excef)tions,  the  ratio  of  core  rehWilitation  therapy  and  nursJ^ng  personnel  to 
patient  population  is  high,  and  the  staffs  level  t)f  education  and  accreditation 
is  also  high.  ^  ^ 

Each  person  interviewed  was  aske;d^  to  recall  the  services  he  received  from 
the  CMRC  during  the  admission  under  Study.     Almost  all  of  the  sample  received 
physical  therapy  (96^ percent^  and  occupational  therapy   (85  percent),  most  received 
social  services   (74  percent),  and  72  percent  received  prosthetic  devices  of 
special  equipment,  such  aa  wheelchairs.     Therapeutic  recreation,  other  medical 
trea-tment,  psychological  counseUnR,  and  visiting  nur^e  services  were  received 
in  isubstantial  number.s.     The  mean  number  ' of  CMRC  services  received  was^.2,  only 
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^  ■    8  perceat  reporting  less 'than  A  services.     Ba§ed  on  thi-.  self-report  data,  we 

can  tentatively  conclude  that  most  of  the  sample  ireceiYad  comprehensive  services 

.•  at  the  CMRC.  ...  '  ,  ^ 

Vocational  counseling  was  received  by  27  percent  of  the  copulation,  but 

leps  than  10  percent  received  eithegr  vocational  training  or  plac^rment,  tools 

,  far  work,  special  devices  for  school,^  or  covei^age  for  educationaX  costs.  Sp^ch 

Cherapy  was  received  by  24 'percent  of  this  sample. '  ,  '  ^ 

Eiglfity-eight , percent  of  the  persons  surveyed  used  various  types  of  equip- 

ment.     The  most  common  Ifiems  were  wheelchairs  (52  percent)  amd  canes,  crytches, 

pr  walkers  (59- percent)  .     Substantial  numbers  of  the*  sample  also  had  -special,., 
'  I  .  .  ^  • 

devices  (33  percent),  brac^es-,  splints,  etc.     for  lower  limbs  (31  pe^rcerrt) ,  and  . 

-      •         ■  .  •  ■ .  .  -'^  ' 

hospital  beds  (19  percent).     Dentui*es  weire  also  common  among  thi^  (Jlder  .group, 
18  percent  having  them.     Much  of  this  equipment  w^s  pravided  to  the  individuals 
during  the  rehabilitation  process  at  ^the  CHRCs^ 
Voqational  Rehabllltatldn  Services 

Thirty-two  percent  of  the  persons  sampled  had  applied  'to  a  Vocational  Re- 
.  habili-tatlon  agency  in  the  last*  3  years.     Of  those  persons,  ,74  percent  were 

accepted,  but  a  smaller  percentage  a^ptually  received  funds  for  services  and/^or 
counseling.    The  services  paid  for  by        are  shown  in  Table  8-9.     Between  20 
and  30  percent  of  those  accented  by  VR  receiv/d  the  following  services; 
hospitalization,  physical  therapy,  occupatignal  therapy,  prosthetic  dfevices 
-    or.  special  equipment,  vocational  counseling,  and  transportation. 

Thd  major  reason  'given  for  failing  to  apply  to  VR  was  age.  Thirty-one 
percent  of  those  not  aprplying  felt  they  were  too  old.  Fourteen  percent  had 
never  heard  of  VR  or  its  services,  and  11  percent  felt  they  did  not  need  VR 


/ 

services 


Disability  type  and,  indirectly,  age  and  aex  are  clearly  related  to 
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•  .       Table  8  -  9 

•  f 

Services  Received  From  VJl 

^.  '  ^  - 

 '  '  7  ^ — rz  

Number 

Surgery  *  ^  »                    . .  ^.  11 

Hospitalization.  ^.  .  .  .  .  .  22 

Physical  therapy  ,\                                  T .... .  .  ^9 

Occupational  theMpy  ^. . . .    *  '  28 

Speech/hearing  therapy   A 

0.ther  medical  treatment,  i  -  .r             .  9 

Visiting  nurse  •  .\   1 

Homemaker  services. ...  j  ....   0 

Prosthetic  devt,ces.»  braces,  , 

\whee-lch^:^rs ,    etc.^...  ...  .  iii.m        .........  28  . 

Vocat ional  counsel ing. ..... f  I  *  27 

Vocational  training.  -   ^'   lA  ■ 

Educational  costs.'   .  15 

Vocational  placement   ^ 

Receipt  of  tools,  equipment  or  ^  '  ^. 

licenses  (for  work  or  training)',....^....  3 

Special  de^vlces  for  schooling  (e.g.*  tape      *  . 

ofecorders  ,   typewriters) .   6 

Transportation .  >  ^ .  %   20 

Psychological  therapy/ counseling 

(ir^ividual,  ^  family,  group)   5 

Home' modif  icat ions  »   .  6 

Interpreter  and  other  communication 

serviced........   0 

Reader  8ervie>e^s  ,  'braille  instructions  , 

talking  books...   0 

Orientation  and  mobiljLty  training*/self  .       ^  ' 

marvagement  aiervices...   0 

Other.   21 

Other.  ,   <  A 

Don' t  Know. .  .  *   .  A 

 :   . — ^  

*    Percentage  total  may  exceed  lOO.  because  clients 
may  have  deceived  mori^  than  one  service. 


Percent 

,  11.2- 
22.4  - 

28.C-> 
'A.l 
9.2 
1.0 

0 

<  28.6 
27.6 
14.3' 
15.3 

3.1 

6.f  ' 
20.4 

5.1 
b'.  1 


21.4' 
4.  1 
4.1 
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whether  or  not  an  individual  applies  to  yR\     The^  disability .  category  with  t;he» 
largest  percentage  of '  VR  applicants  was  spinal'cprd  injury  f6A  percent),  folldx^d 
by  those  with  nrusculoskeletal -disabilities  ^23  percent).     Only  3  percent  «f 
ampute^es^ applied  to  VR.     Spinal  cord  injured  we©B  much  younger  than  others/< 
in  the  sample,  and  75  percent  were  males.     Thus,  in  the  CMRC  population  ^  * 

surveyed,  young,  male^,  spinal  cord  Injured  persons  were  the,  most  likely  afjplir' 
cants  to  VR. 

r  * 

Other  Service  Agencies  Contacted  and  Benefits  Received  ^  *  . 

Pnly  lOrpercent  of  the' severely  disabled  did  not  contact  any  service  J 
agencies  in  the  3  years  prior  to  being  interviewed.     The  Social  Se<lurity 
Administration  was  contacted  by  the  highest  nlimber  of  persbns  (69  percent); 
87  percent  of  these  persons  received  benefits.    Another  la ^ge  group" (28* 
percent)  contacted  public  welfare  agencies,  about  three-quarters  ^dof  whom 
received  benefits.     Many  persons  (36  percent)  sought,  aid  for  physician  care, 
physical  therapy,  or  nursing  care  ftom  private  medical  agencies  and  hoBpitfals. 
Other  unspecified  private  agencies  v<ere  contacted  (2A  pex;cen^t)  primarily  for 
jreceip^  of, nursing  services,  and  15  percent  sought  food  stamps. 

Most  persons  received  monetary  benefists.  from  public  service  agencies. 
Physical  therapy,  nursing  services  and  physician  services  ,werQ  obtained  from 
private  agencies.     Most  sev^i;ely  disabled  persons  had  received  at  least  one' 
benefit  from  service  agencies  and  programs**wlthin  the*  last  3  years.'   The  ^ 
mean,  number  of' benefits  received  was  1.1.     Those  with  spinal  cord  .injury  had 
.the  ^ighest  number  of  benefits,  with  l.A. 

^By  cross-tabulating  the  service  agencies  contacted  by  disability  category, 


»6.  ca^  •stu4y  the  relationship  of  'disability  type  to  the,type  of  agel^cy  \ 
contacted i"*"^    Persoti  of  all  disability  types  f recently  contacted  the  Social 
SecuriVy •Administration."  Contact  vd.th  public  welfare  and  private  medical  ^ 
agencies  was  evenly '-distr-i^ured  among  all  persons.    Di€ferencfes  between,  those  ' 
with  different  disabilities;  were  found*  in  only  a  £ei^  areas.    The  Veterans 
Ad^^strati6n'was  contacted  most  often  by  tftose  with  spinal  cord^injury.^ 
(rS  percent).     Worker's  compensatioti Vas  ptimarily  received  by  tShe  spinal 
'  cord  ^injured  and  those  'with  musculoskeletal  disabilities.     Those  with ^cerebral 
neuroiogickl 'dfsabllities  'dd,d  not  contact  .food- stamp  agencies,  or  public  housing 
programs  "as  ftequentiy        others.     Persons  'having  musculoskeletal  disabilities 
appeare'd'to  contact  service  programs  less"  than  others,    /if  teen-percent  of 
those jwith  ^^culoskele't^l  disabilities,  12  percent  of  those  with' cerebral 
neurological  disabilities,  10  perderit  of  the  amputees,  6  percent  of "spinal 
coVd.  injured,  afid  5  percent  o^  th^iTv^^TTbther  neurological  disabilities 
did  not  Contact  any  agency.  -  -     ,  '  ' 

Cost  of  CMRC  Care 

*' Rehabilitation 'is  an  expensive  process.  ^  Twenty^eight  percent  of  the  • 
sample  had  fn^atient  costs  over  $8,000.     The  largest  single'  group  of  people 
(g;A  percent)  s^t  between  $2,501  and  $6,000  on  this  one  rehabilitation 
hospita^zation. .  Cdst  of  care  is  also  reflected  by  the  length  of  the  CMRC 
inpatient  stay.    Thirty-two  percent  stayed  from  31  t(>  60  days  and  3 A  percent 


stayed  over  60.  days. 


li:     The  small  "other"  residual^egory  is.  excluded  fro^  this  analysis. 


^  Those  with  spinar.cord  injury  have,  the ''most  \  costly  rehabilitation  stay, 

^  \  •  I 

followed  by  thpse  with  cerebral  neurological  disabilities.     Persons  with 

,  • ,   -  .  ^  ^   ,  «i 

ifiuscuXo skeletal  disabilities  and- amputees  haye  the  least  expensive  rehabila- 

tation  stay.     These  findings  are  consistent  with  the  length  of  stay>^£or  each 

»  •  •  ■  * 

disabi*lity  category,  y    '  ^ 

Ov^r' o^e  J:hird  of  the  sample  J^isted  private  insurance  as  the  major  ^ 

^    \  /  -        -  /  , 

source  of  payment  for  this  6tay.    Medicare  and  ^Jelfare  wdre  also  frequent 

■  "        ■  "      V  '  .  re- 

sources of  pajrinent,  particularly  fpr  those  having  amputations  and  musculo- 
skeletal disabilities.     VR  paid  the  costs  for  8  percent  of  those  surveyed* 
'    Insurance  ,   '  '         ;  / 

— z  . 

Most  of  the  samples  ar^  covered  in  som^e.way  by  public  or  private  health  • 
insurance.    This* is  a'reflectioK  of  the  necessity  for  coverage  when  one  is  •  ■ 
disabled,  for..'tl;ie  cost  of  the  continuous  care  required  is  high.     In  the  survey 
53  percent  of  those  interviewed  currently  had  privates  health  insurance 
coverage.    However,  private,  insurance  did  hot  always  cover  the  costs  df  C^^lC 
care,  only  38  percent- listed  this  as  the  major  source"  of  payment.  The 
major  reason  for  nonenrollment  in  a  private  plan  was  given  a^s  enrolljnent  in 
a  public  program,  including  Medicaid,  Medicare,  and  welfare  (38  percent) j 
wl^Lch  provided  needed  assistance. 

^  CURRENT  SERVICE  NEEDS  '  ' 

The  major  service  needs  of  the  sample  reflect  the  severity  of  their 
functional  limitations  and  deoendency.     The  need  for  equipment,  assistance 
in  homemaking  tas^ks,  transportation,  changes  in  architectural  barriers,  and 
attendant  care  is  common  to  many  of  these  individuals.    About  half  of  the 
individuals  in  the  study  reported  that  they  needed  substantial  additional 
income  to  live.     Additional  medical  services  and  physical  therapy  were  also 
requested  as  might  be  expected.     However,  there  was  an  unanticipated  demand 
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Table  8-10'^-^ 

Rehabilitation  Services  Perceived^ 
as  Needed  Now  Which  Are  not 
Being"  Received 


Service  Needed' 


Number 


Percent* 


Surgety  ^ 

20 

t 

Hospitalization  ^ 
Physical  therapy  ^ 

18 
88 

9ft  7 

Occupational  therapy 

J 

Speech  therapy 

4^ 

15.6 

23 

Other  medical  treatment 

49 

^           ♦                            16  0 

Visi'ting  nurse  [ 

\ 

24 

/  7ft 

Hom^maker               -  \ 

r — ' 

32 

Prgsthetic  orthotic  devices 

36. 

117 

Vo cat ional  counse 1 ing 

40 

13  0 

Vocational  training 

25 

'  -        ■ .       '  :8'i 

Educa t  lonal  t|ps  t& 

16 

Vocational  pl^acemetit 

J  J. 

XX 

• 

1  A  1 
J.D 

Special  schooling  devices 

14 

^  4.6 

Transportatipn 

93 

30.3 

Psychological  therapy 

47 

.    .  15.3 

Home  mod if cat ions 

11.0 

Social  pervices^ 

34 

-    .  11.1 

Therapeutic  recpeation 

78 

^        '  25.4 

Set  therapy  , 

54 

Financial  counseling 

• 

35 

11.4 

Other  services 

10 

3.3 

Do  not  need  any  services 

10 

21.2 

*Percentages  total  more  than  100  because  some  clients  need  more  than  one 
service. 


\ 


?  ■ 


for  sex  theYapy,  psychological  therapy,  and  organized  recreat|.onal  activities* 

Two  years  after  release  fro^  thfe  first  hospitalization  at  one  of  the 
CMRCs,  80  percent  of . the  sample  perceived  themselves  as' needing  additional 
services.^  ServrJ^es  in  greatest  demand  were' transportation,  physical  therapjr,* 

^         '        .     'i         -         .    ■  ' 

therapeutic  recre^ion^j  sex  therapy,  homemaker  help,  medical,  treatment,  and 

^    ^  ^     ,.  '  '  •  ' 

psychological  therapy  (Table  8-10).    Although* financial  counseling  was 
•   '   ^  s 

specified  by  only  11  percent,  50  percent  of  the  unemployed  persons  interviewed 
did  not  know  how  much  money  they  needed  to  live.    'Th6?se  data  indicate  a 
need  for  continued  financial  counseling. 

As  noted  previously,  most;  respcfndents  (88  percent)  had  some  type  of  equip- 

"     '      [   ^  ^ 

ment,  much  of  which  was  provided  during  fhe  rehabilitation  process.   >  Two  y^rs 

later,  only  40  percent  reported  needing  additional  Equipment.     The  types  of 

equipment  in  highest  demand  were  specially  equipped^ automobiles  and  trapezes. 

Service  ^eeds  and  Severity  '       »  •  ^ 

In  order  to  ascertain  the  relationship  between* service  need  and  level  pf 

dependence,  Barthel  scores  at  the  time  of  interview  were  cross- tabulated  with 

service  need.  ,  .  , 

The  percentage  of  severely  disabled  who  reported  that  they  did  not  need, 

t 

further  CMRC  services  varied  by  Barthel  categories.     Persons  at  the  two 
extremes  of  the  index  reported  the  least  need  for  CMRC  services.  Thirty-^two 
percent  of  thpse  who  were  evaluated  as  independent  reported  no  need,  as  f 
did  24  percent  of  those  totally^  dependent.  ^ 

*  '  .  I 

Vocational  counseling  and  pl3.ceme?it  were  needed  primarily  by  those  rated 

as  independent.     Persotis  who  were  more  dependent  had  a  greater  need  for 

homemaker  aufi  transportation  services.     Excluding  the  totally  dependent, 

physical  therapy,  occupational  therapy  and  home  modifications  were  also 
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.      '  i  14 

needed  by  persons  who  were  more  dependents        In  cpntrast,  therapeu^c  re- 
creation, sex  therapy,  psychological  therapy,  and  financial  counseling  teriSed. 
to  be  needed  by  those  who, were  more  independent . \^ Although ' the  pattern  is 
inconsistent,  i^  seems  that  those 'rated .as , severely  and  moderately  dependent 
most  often  report  the  greatest  need. 

Services.  Needed  and  Age  '  ^  • 

^  ^rvice  utilization  patterns  are  a  major  fadtor  in  health  servicX^ 

delivery  planaing.     All  of  the  Sample  interviewe^d,  regardless  of  age,  reported* 

a  significant  need  for  physical " therapy ,  occupational  therapy,  therapeutic 

recreatioi\,  other  medical  treatment,  and  transportation^  '  s 

».  ■  * 

For  t)hose  aged  16-30,  needs  wefe  primarily  for  vocational,  educational, 
and  social  activities..  Vocational  counseling  and  placement^  transportation, 
sex  therapy,  and" therapeutic  recreation  were  reported  as  a  heed  by  one-fourth 
of  this  "group.    Educational  service  needs-^e^  needed  by  thi'fe  group  more  than 
iany  other  agje  group,  par^ficularly  for  school  financial  aid  (16  percent). 
Financial  counseling^ was^ needed  by  '20  percent. 

Those  age  31-40  reported  similar  needs  for , vocational  counseling  (23 
percent),  therape^utic  recreation  (26  percent),  financial  counseling  (l&^p.er- 
cent),  and  specj^l  devices  for  schooling     (12  percent).     Prosthetic  deviq^s^. 
and  other  special  equipment  were  also  needfed  (15  percent). 

For  those  in  the  41-50  age  category,  interest  in  the  vocational  area 
decreased.     Major  -  interest  areks  were  centered  in  the  home  and  social 


14.    This  exclusion  ia  due  to,  the"'  fact  that  the  totally  dependent  are  more 
likely  to.be  institutionalized  where  they  ajre- tece;Lving  the  required  services. 
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environment.    Homemaker  .sfervice^s ,  social  serviaes,  and  sex  therapy  were  needed 
i  by  20  percent  of  the  individuals  in  this/ age  groyp.     Comparing  thife  information 
with 'that  of  ^ge^ and  severity,  we  see  that  those^aged  41-50  are  also  the  most 
severely  disabled  of  the  sample.     This'  may  in  part  explain  why  this  working.--* 
age  group  shifted  its  inter^t  from  the  vocational  ito  the  social  areas.  . 

'A  similar  shift  of  interest  was  aH^o  found  for  those  over  50.  Transporta- 
/  tion  was  nee\ied  bV  4l  perceat  of  those  aged  51-65.     This  high  level  of  need 
for  transportation  can  be  tied  into  a  corresponding  need  for  therapeutic 

recreation.  should  be  noted  that  persons  in  this  age  group  were  not  the 

.      \  ' 

^   most  physically  dependent,  but  they  did  have  a  low  rate  of  employment,  which 

max'^explain  why  ii^terest  in  social  act^^vities  and  social  mobility  increased. 

The  maintenance  of  the  home  was  problematic  for  those  persons;  over  one-faurth 

repojrted  a  need  for  hom^maker  service.  •  '  , 

Persons  aged  61-65  had  higher  needs  than  any  other  age  group  for  physical 

therapy  pA  percent),  occupational  therapy  (33  percent)  and  special  equipment 

(17  percent),  and  Individuals  over  65  showed  the  same  pattern  of  need  for 

transportation  (3?  percent),  social  activities  (24  perc^t),  and  hon^taaker 

'  -       .V  ■    *  . 

services  (18  percent). 

Homemaking  and  Attendant  Care  •  '  .  * 

RespoTjdents  were  asked  a  series  of  questions  relat;Lng  to  assistance  needed 
for  preparation  of  m^als,  homemaking  activities,  child. care,  and  shopping. 

Of  the*  noninstitytionalized  sample,  68  pdrcent  could  dot  prepare  meals 
without  assistance,  and  79  percent  needed  assistance  with  houselceepink. 
fSome  of  the  respondents generally  males,  indicated  they  would  not  be 
performing  these  tasks  eVen  if  they  had  been  physically  able,  although  this 
is  Still  a  need  for  the  maintenance  of* their  household.)     Of  those  persons 
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c       •■   ■  '        .  ' 

needing  major  assistance,  the  greatest  percentage  received  help  from  a 
family  metober^    Sixty^seven  percent  received  family  assistance  for  meal  J-pre  ^ 
paration,- 61  percent  for  housekeeping,  89  percent  for  child  carej  and  81 
percent  for  shopping  needs.     Responcients^ received  paid  help  most  frequerftXy 

I  >  - 

•  for  h^useke^eping  (3^  percent  of  the  help  received  was  paid),  followed  Hy 
meal  preparation  at "26  percent.  •  The,  largest  area  where  there  was  still  an 
unmet  needwas  that  of  housekeeping,  with  23  percent  of  the  sample  needing  ' 
more  assistance  than  was  presently  available. 

Respondents,  paid  for.  this,  assistance -more  frequently  than  did  any 

0^  ^  4  ■ 

, agency,  with  welfare  payinents  being  the  second  "ranking  source. 

Respondents  who  needed  a^istance  in  perfQXT4ng  ADL  tasks  were  asked 
who  provides  tl\is  assistance.     Although  the  majority  received  such  assistance 
■  from  their  family  or  friends,  about  20  perpent  had  paid  attendantsVo  assist 
them^  ■  .  V .  , 

r  ENVIRONMENTAL  CARRIERS  '  ^  ^ 

  t    >  ^        .       >  'I  • 

Transportation  .  ^ 


■    '    Of  ail  the  services  that  the  irtcy^viduals  ;Ln  the  sample  pertfeived  th|t 

/         •      •  f       •  ■        _     '       -  -..^     ■    _  ^ 

they  needed^  transportation  was  the  most  frequently  reprort^d,  Thirty^percent 

stated  that  they  needed  transportation  serviced.     "Bransportation  was  r^orted 

as  a  major  need  in  order  to  go        school  and  to  go  to  work        3A  percent  ^  ^ 

stated  that  they  needed  transpbrtation  services  in  oxA^t  \^  go  to  school, 

*     ■  •  . 

and  A5  percent  needed  transportation  serviced  in  order  to  Wot*.  />For  most 

of  these  persons,  over  60  percent,  thq  needed  transportation  services  were 
not  available.  .  "  ,  • 

these  people  appear  to  rely  heavily  on  relatives  or  friends  for  most  "of 
their  transportation  needs.     (S^e  Table  8-11).    ^§eventy-one  percent  of  the 
sample  re'ceive  transportation  assistance  from  relatiVl^s  or  friends.  Twenty 
perjtent  drive  themselves  in  either  a  regular  automobile  or  one  with  adapted 
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controls.     Forty-one  percent  frequently  walk  to  their  destinations,  knd  30 
percent  use  theif  wheelchairs  as  a  means  of  ttansp.ortation .     The  proportion 
of  persons  who  uaed  other  types  of  transportation  drops  sharply,  as  does  the 
frequency 'of  going  outside  the  home.    The  relatively  low  use  of  these 
..  transportation  altern'atives  is  not  surprising,  since  access  to  other  types 
of  ^transportation  is  clearly  limited.  • 

Respondents  were  asked  how  often  they  left  their  homes.  One-third 
did  so  less- than  twice  a,  week  and  11  percent  of  the  sample  were  completely 
homebound.     This  immobility  is  due  in  large  .part  to  the  structural  problem^ 
in  getting  out  of  the  house  and  to  problems  in  getting  *n  "Snd  out  of 
Whiifl6s.     In  addition,  57  percent  reporffed  physical  problems  such  as 
fatigue  or  Incontinence  as  a  limitation  on  travel;  f>2  percent  cited  that 
difficulty  in  operating  vehicles'  llMted  their  ability  to  travel. 
Architectufal  Barriers 
'       Architectural  barriers  in  the  home^ca^sed  22  percent  of  the  population 
g  to  find  a'more  accessible  residence  that  would  allow  them  to  be  morp 
.     independent.     Fifty-eight  percent  of  these"  persons  sfated  that\he  nmjor 

benefit  in  moving  to  a  new  residence  was'  that  it  was  on  the  ground. floor  and 
had  no  stairs.     Other  reasons  given  were  the  presence' of  wider  doorways 
■  (A7  percer?t)     and  eleva,frors  '(31  percent). 

The  dependency  of  the  severely  disabled  is  reinforced  by  architectural 
■  barriers.     One-third  of  the  persong  in  the  study  had  made  architectural 
changes  in  their  homes,  but  another  third  still  need  architectural  modifl 
•      cations.     The  major  reason  why  the  barriers  have  not  been  removed  are  the 
high  cost  o^  such  changes  (51  percent),  as  illustrated  by  Table  8-12. 
Transportation  and  ajrchitectural  barriers  nt  home school .  work,  and  In  puM  to 
■      places  continue  to  be  tnajor  problems  for  the  disabled. 
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Table  8-12  • 

0*  '  '  *  1 

Reasons  Why  Barriers  Have  No^  Been  Removed,  CMRC  Sample 


1 


5 


Reasond^  Number  ^  7o- 

s 

Problem  developed  only- recently.  0       ^  /  -  f  0 

Costs  too  high  ;  59  53.2 

Agency  refused  to  pay  for  changes  6  5. A 

Do  not  know  how  or  where  to 

get  .help  /  10  ^  9.0 

Project  JLoo  large  12  *  10.8 

Haven't  gotten  around  to  It  7  ^  }  6.1 

'  PlTobleniys  are  minor;  8  7^2 

ether,  y  35  31. S 

Don '  t  knoW  ,  5  ^  A.  5 


1  f^- 
Categories  are  not  /mutually  exclusive.  i 

2 

Por  similar  information  on  the  VR  sample,  see  Chapter  on  Architectural 
Barriers. 

3 

Percentage  total  exceeds  100  because  <^Iient  cited  more  than  one  reason. 
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Geographic  Mobility  ^         /  ^  " 

Of  the  Individuals  In  our  sample  22  percent  ha4  moved  to  another  city 
or  ai;|a  of  the '^country  because  of  their  disability.    The  most  frequently 
stated  reasons  for  moving  were  .that  rehabilitation  services  and  family 
assistance  were  more  available. 

\         The  Individuals  surveyed  were  also  apked  whether^  they  could  ^eal  more 
.effectively  with  their  impairmeiit  in  some  pthier  geographic  location.  Twenty- 
one  percent  stated .that  they  thought  moving  to  another  city  would  allow  them 
to  live  inore  independently.     Forty-three  percent  'of  thefieVpersons  felt  that 
a  mor^  suitable  climate  would  be  the  major  benefit  In  moving.  v  ' 


^UMMARY 

The  analysis  at  individuals  at  ID  Comprehensive  Medical  Rehabilitation 
Centers  .throughout  the  hountry^Jprovldes  a  wide  range  of  information  on  an 
Important  group  of  severely  handicapped ^individuals .    Only  through  an 
understanding  of  the  service  needs  and  environiient&l  problems  that  severely 
handicapped  individuals  face,  can  intelligent  policy  options  be  developed. 

The  personal  physical  needs  of  this  group  include  rehabllltratl^n  therapy, 
attendant  care,  and  equipment^  all  of  which  are  essential  for  Improvement 
.  and  maintenance  of  functional  performance.    The  individuals  surveyed  had 
Improved  in  their  physical  functional  capability  greatly  since  first  entry 
into  the  rehabilitation  setting,  but  it  is  apparent  that  physical  rehabili- 
tation is  a  lengthy  process  which  demands  continuous  and  extensive  care. 

Barriers  to  mobility  were  formidable  for  the  disabled.     Many  could  not 
go  to  work,  school,  or  to  social  activities  as  a  result  of  inaccessible 
^buildings,  streets  and  transportation.     Moving  to  another  home  or  community 
and' remodjeling  rocims  were  answers  for  some.     But  for  most,  isolation  and 
increased  dependence  were  the  only  ©ptlons.    Laws  to  enfoi'ce  access,  programs 


ERIC 


-  ■  w 


,  2  i  r> 


/  \ 


198 


designed  to  remove  barr]^s  and  to  provide  accessible  transportation  services, 
and  funds  for  immediate  implementation  of  these  laws  and  programs  are  clearly 

-  k  '  . 

needed^  to  promote  independent  action  by  the  disabled. 

Social  activity  —  in  particular,  outlets  for  entertainment  and  the 

^  ■    .  • 

opportunity  to  visit  f^iendi  —  was  iftinimal..    While  mucti  of  this  was  the  result 

7  .  ^ 

of  physical  inaccessibility,  the  sample  did  report  a  great  need  for  organized 

*  /  '  ^  '  . 

therapeutic  recreati4pn.     They  ^I'so/pstressed  that  coun^ling  was  a  perceived 


need..  This  xi^y  be  a  key.  to  renewed  social  a^ctivity,  for  many  of  the  disabled 
Reported  difficulty  in  dealing  with  th^  changed  attitudes  of  othe^rs . 

For  the  severely  disabled,  retuminj^  to  work  is' a  difficult,  and  soipelimes 
impossible,  objective.     However,  many  did  feel  that  they  could  work  if  tb4y 
were  placed  in  accessible  .Work  settings,  with  a  flexibly  work  schedule,  and 
on  a'^job^that  was  not  too  physically  demanding. 

Funding  for  such  specific  services  in  all  three  areas  is  necessary 
for  the  rehabilitation  of  the  severely  disabled.     It  must  be  again  stressed 
that  rehabilitation  is  neither  short  not  easy,  but  indeed  possible.  Legal, 
programmatic,  and  financial  support  of  the  rehabilitation  process  will  greatly 
enhance  the  independence  of  the  many  potentially  productive  and  active  disabled 
COMPARISON  OF  RESULTS  OF  CMRC  AND  VR  SURVEYS 

This  part  of  the  analysis  compares  the  persons  rejected  by  VR  who  were 
surveyed  by  The  Urban  Institute  with  the  sample  of  severely  handicapped  in- 
dividuals surveyed  in  10  Comprehensive  Medical  Rehabilitation  Centers  throughou 
the  country.     The  similarities  and  differences  between  two  types  of  severely 


handicapped  populations  will  be  explored  in  a  nifiiber  of  areas,  including 
•  sociodemographic  variables,  types  of  services  received  and  needed,  physical 
limitations, ' and  employment  situations. 
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Soclbdemographic  Characteristics  ^  ' 

Previous  sections  have  pointed  out  that  the  age  of  individuals  going 
intjQ^e  VR  system,  or  peAaps  any  rehabilitation  system,  was  ^important 
im^lieations"  foe  physical  condition  as  well  as  for  employment  potential.  The 
age  distributioH  of  the^CMRC  and  VR  populations  is  illustrated  in  Table  . 

.8x13.  /  . 

'  ^""Table 
*   •         Age  Distribution  6f  CMRC.^^d  VR  ^pulatioTis 

 ^   N  -  '  f — —  


CMRC  ^ 

%  N 


Age  Range 

0-30 

85 

27. 

7  _ 

•  81 

9.2 

31-40 

33 

10 

8 

120 

13.5 

Al-50 

34 

11 

1 

232 

26.-1 

51-60 

54 

17 

.6 

351 

39.5 

61+ 

100 

32 

.8 

104 

11.7 

Total 

306 

.  100 

.0 

888 

100.0 

The  two  populations  differ  considerably  in  age  distribution,  the  CMRC  sample 
being  more  concentrated  on  the  extremes.     The  CMRC  population,  on  a  percentage 
basis,  has  about, three  times  as-Tnany  individuals  aged  30  and  under  as  well  as 
almost  three  timea  as  many  individuals  aged  61  and  above.     The  VR  population 
has  over  twice  as  many  individuals  in  the  51-60  age  bracket.    The  differences 
between  the  two  groups  are  graphically  illustrated  in  Figure  1. 
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*  Figure  1 


AGE  DISTRIBUTION 'OF  VR  AND  CMRC  POPULATION 
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\^ile  there  are  important  differences  in  the  age  ranges  of  the  two  groups, 
an  important  poiivt  to  note  is  that  slightly  over  half  of  both  populations  are 
older  than  50.     Thbs,  the  VR  and  CMRC  samples  have  a  l^rge  number  of  elderly 


individuals ,  and 


has  important  implications  for  independent  living  and 


employment-relateff'  policy  alternatives . 
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Other  demographic  characteristics the  two  p^ulations  are  presented 
in  Table  8-14.  this  table  Illustrates,  both  populations  ai;e  largely  male, 

married,  white,  and  living  with  their  families.     The  CMRC  population,  however, 
has  a  higher  percentage  o^f  females,  more  individuals  who  are  widowed  or  single, 
and  few^r  persons  who  are  living  with  their  families,    Thus,  family  support  is 
likely  to  be  more  evident  with  the  VR  population.    The  racial  composition  of 
the  two  populations  is  similar,  although  there  is  a  slightly  higher  percen- 
tage  of  blacks  in  the  VR  population.  ^ 

Table  8-14 

Sex,  Marital  Status,  Race  arid  Living  Situation 
of  the  VR  and  CMRC  Populations 


Sex 

'  '  Male 
Fem^fe 
Marital  Status 


Single 
Married 

Separated/divorced 
Widowed 

Race 

White 
Black 
Hispanic 
American  Indian 
Other 
Living  Situation 
Alone 

With  family 

With  unrelated  people 


CMRC 

VR 

N 

% 

N 

%v 

180 

■i 

58.6 

.545 

61.  3 

M 

127 

41.4 

343 

38.6 

77 

25.1 

131 

14.7 

146 

47.6 

531 

59.7 

A3 

14.0 

160 

18.0 

40 

13.6 

66 

7.4 

% 

228 

74.3 

636 

71,5 

62  ', 

20. ,2 

225 

25.3  . 

11 

3.6 

16 

2.0 

'  2  , 

0.7 

•  >  1 

"0.8 

4 

1.3 

2 

0.2 

ERIC 


35 

11.4 

120 

13.5 

220 

71.7 

722 

,81.2 

19 

6.2  • 

17 

1.9 

219 
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Both  populations  are  largely  urban,  although  they  have  a  significant 
rural  component.     Sixty-six  percent  of  the  CMRC  population  and  58  percent 
of  the  VR  population  live  in  a. large, city  or  suburb  of  a  large  city.  Both 
the  CMRC  and  VR  populations  ,have   slightly  more  than   10  percent  of  the  sample 
located  in  rural  areas.    Finally,  52  percent  of  th^  CMRC  population  — 
e.'.ther  the  surveyed  individual  or'  his  family  —  and  54  percent  of  the  VR 
popul|^tion  own  their  own  homes. 

The  education  level,  of  the  two  populations' differs  markedly,  with  the 
CMRC  population  being  considerably  better  educated  'than  the  VR  population. 
More  than  twice  as  many  CMRC  patients  had  attended  college  or  graduate 
school.   (Table  8-l5)  ,  - 

In  contrast,  almost  twice  as  many  of  the  VR  population^ (on  a  percentage 
basis)  had  less  than  a  seventh  grade  *  education.     While  there  is  a  significant 
difference  between  the  two  groups  on  the  extremes,  the  majority  of  the 
.individuals  in  both  groi»s  fell  within  the  7-12  grade  level. 


Table  8-r5 

Last  Grade  inSchopl  Completed,  CMRC  and  VR  Population 

CMC  ^VR 


Grade  Level 

N  . 

%  . 

N 

% 

0 

4 

1.3 

.     15  . 

1.7 

1-6 

31 

10.1 

163 

18.3 

7-10 

80 

26.1 

311 

35.0 

11-12 

118 

38.4 

301 

33.9 

13-16 

55 

17.9 

81 

9.1 

^17-28 

18  . 

5.9 

15 

'  1.7 

Missing,  don't  know 
,  TOTAL 

1 

0.3 

3 

0.3 

.  307 

100.0 

■  889 

100.0 

220 
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Finally,  it  is  important  to  look  at  the  physical  limitations  of  these  two 
groups.     The  CMRC  population  is  much  more  physically  dependent,  as  measured 
by  the  Barthel  Index-     For  example,  45  percent  of  the  VR  population  were  com- 
pletely independent  in  self-care  and  mobility  compared  to  only  18  petc^nt 
of  the  CMRC  group.     Only"  11  percent  of  the  VH  population  were  found  to  be 
severely  or  totally  dependent,  whereas  almost^ one-thifd  of  the  CMRC  group  were 
in  this  category.     These  differences  are  primarily, due  to  the  differences 
in  sample  selection.    ^CMRC  patients  who  failed  to  reach  specified  criterl^ 
for  severltY^  which  included  impairment  of  limb^  and  need  for  medical  attention, 
were  excluded  from  the  sample,  whereas  the^^ criteria  for  inclusion    in  the  VR 
population  was  closure  by  reason  of  severity.     The  VR  criterion  was  shown  to 
-be  inadequate  as  a  means  of  selecting  those  with  severe  physical  limitations, 
since  other  factors  such  as  age  and  educational  level  appeared  to  pl^ay  a 
significant  role  in  their  rejection.     In  addition,  almost  one-quarter  of  the 
CMRC  sample  was  over  65,  and  these  individuals  were  much  more  physically 
dependent  than  yonnger  persons.     In  the  VR  sample,  however,  older  p^rsoi^s 
did  not  tend  to  be  more  physically  dependent;  it  may  well  be  that  older 
persons  do  not  seek  vocational  services  unless  they  are  in  fairly  good  physical 

condition.  '  ^ 

To  summarize,  both  populations  are  largely  male,  married,  white,  and 
living  with  family  in  an  urban  area, in  a  home  they  own.     However,  the  CMRC 
group  has  slightly  more  single  people  and  individuals  living  alone.  While 
there  are  age  differences,  both  have  slightly  over  half  the  population  over 
51  years  of  kge.     The  CMRC  population  has  a  higher  percentage  of  college 
educated  individuals.     Finally,  the  VR  population  has  a  significantly  ^higher 

^ 
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.percentage  of  physically  independent  individuals  as  measured  by  the  BartJael 

Index,  and  a  much  smaller  percentage  of  individuals  totally  dependent. 

Services  Received  and  Needed 

This  section  will  compare  and  contrast  the  types  of  service'  agencies   -  '/ 

contacted  and  benefits  received  ^y  thes«  two  populations,  followed  by  the 

service  needs  which  still  exist  for  these  disablec^  persons  in  order  to 

■  i 

function  more  independently, 

Bef o.re  any  new  program  can  be  designed  fon.  tt;5^a|:ing  severely  handicapped 
individuals,  it  is  Important  to  determine  the  level  of  service  needs.  In 
order  to  understand  tJ>e  entire  pictui^e,  both  the  services  which  the  severerly 
handicapped  have  received  and  the  unmet  service  nee^s# need  to  ^e.  considered . 
Service  Agencies  Contacted  and  Benefits  Received,     The  agency  most  frequently 
contacted  in  the  past  3  years  by  both  groups  was  the  Social  Security  Adminis- 
tration,    Sixty-eight  percent  of  the  CMRC    population  and  87  percent  of  the 
VR  samp]ieN2jbntacted  Social  Security.     When  the  other  agencies  which  were  contacted 
by  at  least  10  percent  of  each  population  ar^  ranked,  there  is  a  reasonably 
clo^e  similarity;  for  example,  the  Veterans  Administration,  Food  Stamps,  and 
Public  Welfare  were  among  the  top  five  agencies  contacted  for  both  populations. 
It  should  be  noted,  however,  that  the  level  of  agency  contact  differ^,  the 
VR  populatioii  generally  having    a  higher  frequency  o|  agency  contact. 

The  only  exception  to  this  general  pattern  is  the  fact  that  the  second 
most  frequently  contacted  agency  by  the  CMRC  population  —  medical  agency 
or  hospital  —  is  rarely  contacted  by  the  VR  population.    This  difference  Is 
probably  due  to  the  fact  that  the  CMRC  population  is  more  physically  depen- 
dent than  the  VR  sample. 
i 
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h>  Table  8-16 


Frequency  of  Benefits  Received  in  the  Past  Three  Years,  CMRCand  VR  Populations 
Agency  i       /  CMRC   VR 

Public   r  •       ^  ' 


ERIC 


Social  Security/  \  .\.182  ;  59.2  636  ^71.5 

Veterans  Administration   ^;....2l'          6.8  127  14.2 

Workers  Compensation...^  *  11           3.5     •  80  8.9 

Unemployment  Compens  a'tion.  7           2.3  5l  5.7 

.y  Employment  Service....  4           1.3  8  0.8 

AFDC...'.  .t.:^.  7  7           2.3  74  8.3 

Public  Housing  .J..  9^          2.9  41  4.6 

/Food  Stamps;  3l  10.0  209  23.5 


Public  Welfare  66  2^  175  19.7 

Job  Training,  ,  .6  1.9  16  1.8 

Legal  Aid  i  1  0.3  11  1.2 

State  Disability  Programs  7  2.2  13  1.4 

Railroad  Retirememt  Program  1  0.3  5.  0.5 

Government  Employees  Programs  6  1.9  28  3.1 

Employer >^and  Union  Programs..;...,  21  6.8    ,  48  5.3 

Bureau  of  Handicapped  Children  3  0.9  4  0.4 

Otfier  Public  Agency  IQ  3.2  *  21  2.3 

Private 

Medical  Agency..'  ,.106  34.5  40  4.4 

^.Vocational  Training  2  0.6  ^  *  .2.2 

Mental  Health  Agency  3  0.3  lOv  1.1 

Employment  and  Job  Placement   —  1  0.1 

Church  and  Soeial  Services  13  ^4.2  13  1.4 

Other  Private  Agency  61  .       19.9  14     *  1.5 

2j3 
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••    Given  the  high  percentage  of  both  populations -tha-.  contacted  Social 

*  .  *  ■ 

Security,  it  is  not  too  surprising  that  both  groups  —  by  a  substantial 

r 

margin. —  received  Social  Security  benefits  more  than  any  other  kind  of  beneTi.. 
(See  Table  8~l6^ .     Close  to  one^fifth  of  each  population  received  public 
welfare. 

The  VR  population  generally  appears  to  receive  a  greater  percentage  of  ^ 
benefits  from  the  various  "pul^ic  assistance"  types  of  programs  than  the  CMRC 
.population,  although  they  are  important  sources  of  benefits  for  both  samples. 
For  example,  on  a  percentage  basis,  over  twice  as  many"  persons  rejected  from 
VR  receive  Food  Stamps,  yet  Food  Stamps  arej^  the  third  most  frequently  received 
benefit  received  by  the  CMRC  population  from  a  public  program.     The  VR 
population  received  public  pr  low  cost  housing  almost  twice  as  often,  and  AFDC 
almost  four  times  as  frequently  than  the  CMRC* clients.     The  latter  finding  Ts 
probably  due  to  the  substantial  numbers* of  persons  over  65  in  the  CMRC 
sample,  most  of  whom  would  not  have  dependent  children. 

The  CMRC  population  receives  considerably  more  benefits  from  private 
agencies,  even  when  private  medical  agencies  or  hospitals  are  excluded,  the 
VR  sample  rarely  received  betiefits  from  private  agencies.     About  one-third 
of  the  CMRC  population  received  benefits  from  private  medica^l  agenciea.  compared 
only  4  percent  of  the^VR  population;  "other  private  agencies''  were  contacted 
by  one-fifth  of  the  CMRC  population  but  by  less  than  2  percent  of  the  VR 
'  respondents. 

The  VR  population,  then,  generally  relies  more  heavily  on  publicly  (funded^ 
assistance."^    Although  this  is  an  important  source  of  benefits  to  the  CMRC  * 
population ,  *tliey  appear  to  receive  a  large  percentage  of  l^nefits  from  private 
agencies.     Both  groups  receive  cash^or  subsidies  as  their  major  benefit* 
However,  the  CMRC  population  also  received  a  high  percentage  of  physician, 
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Table  ^8-17 

Services  Perceived  as  Still  Needed,  CMRC  and  VR  Population 


Service  •  __affiC__i  '     VR  1 

Surgery  . .   20  6.5      ^  57  6.  A 

Hospitalization.   ^  .18  5.9  50  5;6 

Pl^ysical  therapy  88  28.7  lAl  15.9. 

Occupational  therapy  A8  15.6  86  9.7 

'Speech  hearing  therapy.  .23  1.5                •        A 7  5.3 

Other  medical  treatment  A9  16,0  8A  9. A 

Visiting  nurse...  .^^  ...2A  7.^                '     ^  27  3.0 

Homemaker  services  |  ^...52  16.9  37  9.8 

ProSjphetic  devices                    1   36  11.9  69  7.8 

Vocational  counseling  AO  13.0  126  1A.2 

Vocatid^al  training  25  8.1        ^  183  20.6 

Educational  costs  16  5.2  111  12.5 

Vocatio^ial  placement.  ..31  10.1  131  1A.7 

Tools,  equipment,  licenses  .11          3.6  A5  5.1 

Special  scho<^l  devices  14  A. 6  >6  5.2 

Transportation  93  30.3        •  162  18.2 

Psychological  therapy  A7  15.3'  52  5.8 

Home  modifications  A3  lA.O  Al  A. 6 

.  Don't  need  any  services  -.65'^  21.1  3A8  39.1 


/ 


■^Percentage  totals  exceed  100%  because  clients  may  need  more  than  one  service. 
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nursing,  and  physical  therapy  benefits;  which  is  consistent  with  the  types  of 
agencies  they  contacted. 
"    ^      Services  Needed  —  Respondents  were  asked  to  indicate  the  services  which  they 
currently  needed,  over  and  above  services  already  received. 

The  pattern  of  s§^rvice  needs  for  the  CMRC  and  VR  populations,  as  illus- 
trated in  Table  8-18,  appears  to  be  quite  different.     The  service  needs  of 

the  CMRC  clients  cluster  around  various  physical  needs  and  services  that  enable 

\ 

individuals  to  function  more  efficiently  in  their/home  environment.     As  might 
be  ex;pected,  vocational  types  of  services  were  mentioned  fr^uently  by  the 
VR  sample.     Yet  transportation  was  cited  by  both  populations  as  one  of  their 
major  service  needs. 
I  The  CMRC  population  most  frequently  cited  physical  therapy,  other 

medical  treatment,  psychological  therapy,  libmemaker  seif^ices,  and  home 
modifications.     The  VR  population,  ^however,  frequently  listed  such  things 
as  vocational  training,  vocational  placement,  vocational  counselling,  as  well 
as  physical  therapy. 

The  percentage  of  individuals  w^io  stated  they  did  not  need  any  services 
was  almost  twice  as  high  in  the  VR  population.     This  is  another  indication 
of  the  greater  independence  of  this  group. 

The  findings  regarding  service  needs  have  important- policy  implications. 
It  may  well  be  that  "individuals  most  severely  handicappecj"  covers  a  broad 

spectrum  of  individuals  with  Very  different  types  of  service  needs.     $ome  of 

•=».- 

these  individuals  need  physical  types  of  services  in  order  to  function  in- 
•   dependently  in  their  homes,  while  others  need  vocationally  related  services 
to  enhance  |^heir  employment  opportuni4:ies.     Thus,  alternative  policy  pptiops 
may  have  to  be  developed  to  ensure  that  all  severely  handicapped  are  equitably 
^  treated. 

The  availability  of  the  appropriate'  typew  of  equipment  may  infli^nte  tho 
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degree  of  independence  achieved  by  a  disabled  person.    The  gurveys  indicate 
a  much  higher  incidence  of  equipment"  utilization  within  the  CMRC  population 
for  almost  all'^types  of  equipment.     For  example,  the  CMRC  patients  most 
frequently  used  wheelchairs  (52  percent) ,  canes  (50  l^ercent) ,  and  helpers 
for  lowev^rimbs  (31  percent).     The  VR  Sample  most  frequently  utilized  canes- 
.(25  percent)  and  dentures  (22  percent).     Equipment  .usage  appears  to  be  con- 
sistent with  the  eatlier  assertion  that  the  CMRC  population  is  more  severely 
disabled  than  the  VR  population. 

About  three-fifths  of  both  populations  stated  they  currently  did  not 
nee^  any  further  equipment.     Every  category  of  equipment  needed  for  both 
populations  was  cited  "by  less  than  10  percent  of  each  group. 
Employment 

This  section  will  compare" the^two  populations  on  the  types  of  jo^s 
,held  prior  to  disability ,  the  cutrent  employment  situation,  the  major  reasons 
fori  not  working,  and  the  kinds  of  services  needed  in  order  to  go  to  work. 

The  usual  occupations  for  both  populations  are  presented  in  Table  8-18. 
In  most  instances,  this  represents  the  type  of  occupation  engaged  in  prior 
*fco  disability. 

The  leading  usual  occupations  for  both  the  CMRC  and  VR  populations  are 
craftsmen  and  pperatives.  However,  the  VR  group  has  a  substantially  larger 
'percentage  of  both  of  these  occupational  types.  The  CMRC  sample  was  a  more 
highly  skilled  group.  A  substantial  percentage  --  almost  one-quarter  —  of 
its  population  were  in  the  two  most  highly  trained  and  paid  occupations,  "pno- 
.  fesbional"  and  "managerial",  compared  to  10  percent  of  the  VR  population  in 
these  occupations.  This  finding  is  consistent  with  the  substantially  higher 
percentage  of  CMRC  clients  who  have  been  to  college  and  graduate  school. 
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Table  8-18 

Type  of  Usual  Occupation,  CMRC  and  VR  Populations 


— 1 — 

CMRC          ^  . 

N 

%  ' 

N 

% 

Occupation  * 

Professional 

36 

11.7 

50 

5.6 

Managerial 

34 

11.1 

42 

4.7 

Sales 

16 

5.2 

34 

3.8 

Clerical 

32 

10.4 

84 

9.4 

Craftsmen 

39 

12. A 

163^ 

18.6 

Operatives               ,  4 

37 

12.1 

145 

16.3 

Transportation  op^ators 

4 

1.3 

51 

5.7 

Laborers 

11 

3.6 

73 

8.2 

Farm  Managers 

4 

1.3 

8 

0.9 

Farm  Laborers 

1 

-  0.3 

9 

1.0 

Service  workers 

29 

9.4 

143 

16.1 

Private  household 

17 

5.5 

23 

2.7 

Missing,  no  answer,  don' t  know. 

never  employed 

( 

4  7 

15.3 

62 

7.8 

Percentage  totals  exceed  100%* 
On  the  other  end  of  the  Job  skills  spectrum,  the  VR  population  ha^  a 

/ 

substantially  higher  percentage  of  laborers  and  service  workers.     Given  the 
physically  taxing  nature  of  these  Jobs,   it  may  be  more  difficult  for  severely  , 
handicapped  individuals  who  worked  in  these  professions  to  return  tb  them.  A 
greater  investment  of  resources  may  be  necessary  to  vocationally  rehabilitate 
the  VR  population  than  the  CMRC  population. 

More  than  twice  as  many  persgns  in  the  CMRC  sample  were  employed  at  the 
time  of  interview  than  in  the  VR  population  (13  percent  compared  ^o  6  percent), 
A  large  percentage  in  each  sample  had  retired  early  due  to  disability.  The 
major  reasop  listed  for  not  working  was  physical  condition  for  both  samples  — 
82  percent  of  the  nonworking  VR  sample  and  40  percent  of  the  QMRC  sample  cited 
this  reason. 
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Considering  the  large  percentages  of  unemployed  persons  in  these  *two 
samples  orf  severely  handicapped  persons,  it  is  important  for  policy  purposes 
to  ascertain  the  kinds  of  services  needed  to  enhance  employment  prospects. 
The  needs  of  these  two  populations  are  presented  in  Table  9-19.. 

Table  8-19 

Types  of  Assistance  Needed  To  Go  To  Work,  CMRC  and  VR  Populations 


•  CMJIC 

N; 

N 

VR 

Help  from  others  to  get  ready 

81 

26.4 

190 

21.4 

Transportation 

139 

45.3 

363 

40.8 

Special  equipment 

59 

19.2 

173 

19.5 

flexible  work  schedule 

99 

32.2 

V. 

356 

40.0 

Reduced  work  schedule 

97 

31.6 

422 

47.5 

86 

28.0 

350- 

39  .4 

» 

Light  work  only  % 

151 

49.2 

550 

61.9'  • 

Ramps  or  elevators 

122 

39.7 

243 

27.3 

Accessible  washrooms 

92 

30.0 

195 

21.9 

Regular  assistance  in  work  taslts 

66 

21.5 

143 

16.1  • 

Attendant  help 

53 

17.3 

f 

122 

13.7 

Anything  else 

7 

2.3 

51 

5.7 

bon't  need  anything 

-20 

6.5 

212 

23.8 

^Percentage  total  more  than 

100  because 

some 

clients 

need 

more 

than 

one 

type  of  jiHH iHtanci' . 
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The  types  of  assistance  most  frequently  cited  by  both  populations  were 
quite  similar.     For  example,   the  top  five  items  mentioned  by  both  groups 


included  light  work,  reduced  work  schedules,  flexible  work  schedules,  and 
transportation.     The  only  exception  was  the  CMRC  population's  need  for  ramps 
and  elevators,  and  the  VR  population's  need  for  special ^^aining  or  education. 

The  maj.or  difference  in  the  overall  pattern  of  employment  needs  was 
the  fact  that  almost  four  times  as  many  of  the  VR  population  compared  to  the 
CMRC  population  stated  they  did  not  need  anything  to  go  back  to  work. 

To  suimnarize,  the  CMRC  population  has  a  greater  percentage  of  individuals 
in  white  collar  jobs  and  slightly  over  twice  as  many  individuals  employed. 
The  major  reason  that  the  majority  of  both  populations  are  not  working  related 
to  physical  condition,  although  the  VR  population  cited  physical  condition  far 
more  frequently.  Finally,  both  groups  need  similar  kinds  of  services  in  order 
to  facilitate  their  going  back  to  work^  although  the  CMRC  population  has  a 
higher  need  for  services  than  the  VR  population. 


In  developing  policy  alternatives,  important  differ 
and  VR  populations  of  severely  handicapped  should  be  tak 


ences  between  the  CMRC 
2n  into  account.  The 


CMRC  populatioh  had  greater  proportions  of  both  younger  and  older  (over  65) 
persons,  was  more  physically  dependent,  and  consequently  needed  more  services 
and,   in  particular,  more  medical  services  than  the  VR  population,     the  VR  sample 
was  less  educated,  ^rfess  likely  to  be  currently  employed,  and  had  previously 
worked  in  jobs  requiring  lower  skill  levels  than  the  CMRC  group.     Half  were 
physically  independent,  and  hence  their  service  needs  were  primarily  voca- 
tional in  nature.     Figure  8-2  illustrates  some  of  these  differences.  In 
considering  the  vocational  potential  of  these  two  groups,  it  should  be  noted 
that  a  larger  portion  of  the  CMRC  group  was  physically  unable  or  too  old  to 
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work,  and  that  their  perceived    service  needs  in 'order  to  return  to  employment 
were  numerous.    The  VR  population  was  physically  more  able,  but  was  disadvantaged 
by  lower  educational  achievement  and  prior  work  experience  in  jobs  which  often 
require  physical  strength  or^ skill.    All  of  these  differences  should  be 
considered  in  designing  programs  for  these  two  groupp. 
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CHAPTER  9  ' 
MALY^IS  OF  DEPENDENCY 

A  severe  impairment  creates  adjustment  problems  for  both  individuals  and 
their  families.     The  severely  impaired  must  deal  with  dependency  caused  by  the 
condition,  with  impositions  by  professionals,  and  general  readjustments  to 
school,  work,  and  marital  roles.     In  this  section,  we  will  examine  empirical 
studies  of  dependency,  dependency  and  people  rejected  by  VR,  dependency  and 
rehabilitation  professionals,  dependendy  and  the  family,  and  dependency  and 
long-term  care.  . 

Rehabilitation  Tias  traditionally  been  concerned  with  physical  restoration 

/ 

followed  by  vocational  placement.     Along  with  concerned  professionals,  a  number  f 
of  disabled  persons  and  groups  are  beginning  to  demand  comprehensive  rehabilita- 
tion stressing  aspects  other  than  vocational.     There  are  several  types  of  dependenc}^ 
that  result  from  a  severe  disability. 

Socially  dependent  individuals  often  ^require  assistance  in  interpersonal 
relationships  for  the  achievement  of  their  purposes.     For  example,  some  persons 
must  have  some  intermediary  to  make  appointments  or  to  initiate  the  first  contact 
for  services  they  require.     Many  of  the  handicapped  become  socially  dependent 
because  of  their  feelings  of  difference  from  others  as  well  as  their  feelings  o) 
inadequacy  relaU-Ve  to  the  existing  norms  of  competition.     The^  therefore  develop 
their  own  norms  and  values  and  function  as  ^  minority  ^roup.     Although  they  retreat 
into  their  own  subcultures,  they  often  seek  the  interventive  help  of  the  non- 
hihdicappfed  society  in  meeting  their  needs. 

Emotional  dependency  differs  from  social  dependency  in  that  its- goal  is  the 
satisfaction  of  deep  emotional  needs  within  the  personality.     It     is  often  charac- 
terized  by  a  constant  and  inappropriate  need  for  emotional  support  by  one  family 
or  group  member  from  another, 

,    -  215 

o  .  233 


The  attitudes  adopted  toward  a  disabled  person's  dependent  strivings  can 
profoundly  influejnce  motivation  to  work  toward  self-help  in  the  rehabilitation 
pro^cess.     An  overprotective  spouse  or  parent  can  r^iss  a  handicapped  person's 
anxiety  to  the  point  of  being  fearful  to  attempt  activities  basic  to  successful 
rehabilitation.     On  the  other  hand,  if  family  memb^rs'jire  unable  to  accept  the 
usi^l  dependent  feelings  commonly  expressed  by  disabled  people,   they  may  adopt 
a  Spartan  attitude  and  push  the  client  physically  or  emotionally  into  discourage- 
ment and  consequent  failure. 

Psychomedical  dependency  refers  to  dependent  responses  evoked  by  physical 
illness  or  handicap.     Such  dependency,  grounded  in  the  reality  of  the  impairment 
which  requires  dependence  on  those  around  the  severely  handicapped  individual, 
is  viewed  as  a  natural  and  symptomatic  consequence  of  severe  disability. 

Rehabilitation  professionals  deal  with  psychomedical  dependency  in  three 
ways.     Sorme  have  adopted  what  might  be  called  a  "reality-oriented"  attitude  based 
on  the  feelings  that  it  is  important  to  motivate  the  handicapped  person  to  achieVc 
his  -maximum  potential.     They  ^feel  that  a  certain  amount  of  urging  and  pressure 
is  acceptable  as  long  as  there  is  no  attempt  to  achieve  goals  which  are  so 
difficult  to  attain  that  they  arouse  anxiety.    A  second  group  uses  an  "acceptance 
philosophy."    Although  committed  to  maximum  rehabilitation,  they  believe  they' can 
best  meet  their-  client's  psychological  needs  by  helpings  him  accept  ^d  live  withii 
the  framework  of  limitations  imposed  by  the  disabling  condition.     A  third  group 
approach  the  problem  with  what  has  been  referred  to  as  a  Spartan  philosophy.  The 
,concept  is  that  if  rehabilitation  goals  are  set  at  a  .high  level,  the  client,  if 
constantly  urged,  will  strive  to  meet  them  and  will  reach  a  higher  level,  of  re- 
habilitation than  if  goals  were  set  completely  within  his  capacity.     This  group 
believes  that  pressure  and  demands  are  constructive  devices.     They  minimize  the 
effect  of  the  anxiety  that  arises  over  doubts  of  ability  to  succeed;  as  long  as 
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adequate  counselor  support  is*- provided,  the  proponents    of  this  technique  are 
convinced  of  its  effectiveness.  y 

The  question  as  to  whether  or  not  dependency  helps  the  *  rehabilitation  process 
is  an  open  one;  no  studies' have  seriously  considered  this  question.     It  would  seem 
perhapsj  that  some  amount  of  dependency  in  the  early  stages  of  -rehabilitation  may 
be  necessary  but  that  it  becomes  increasingly  less  important  as  the  process  con- 
tiriues.     There  may  be  a  danger  that  rehabilitation  workers  reinforce  dependency 

I 

by  doing  things  for  their  clients  rather  than -^allowing  them  to^do^things  for 
themselves. 

EMPIRICAL  STUDIES  OF  REACTION  TO  DISABILITY 
People  may  respond  differently  to  the  same    health  condition.     One  person 

y  f 

may  continue  to  work  although  he  has  a  severe  heart  condition;  another  may  not. 

Therefore,\of  two^ peopVe  with  identical  healt 

classified  as  disabled  in  response  to  a  Census  survey  on  whether  the  impairment 

limited  work  behavior.  *  David  Mechanic  refers  to  the  concept  of  "illness  behavior. 

Such  considerations  suggest  the  importance   of    the  concept  of  illness 
behavi6r,  which  refers  to  the  ways  in  which  symptoms  -may  be  differentially 
perce^ived,  evaluated,  and  acted^  (or  ndf.  acted)  upon  by  different  kinds  of 
persons ... .Some  persons  will  ma^e  light  of  symptoms,  shrug  them  off,  and 
avoid  seeking  medical  care;  others  respond  .to  the  slightest  twing'es  of 
pain  or  discomfort  by  quickly  seeking  such  medical  care  as  is  available. 
Variables' affecting  illness  behavior  come  into  play  prior  to  medical 
scrutiny  and  treatment,  but  after  etiological  processes  have,  been  initi- 
ated.    In  this  sense,   illness  behavior  even  determines  whether  diagnosis 
and  treatment  will  begin  at  all.-'- 

Il^lness  behavior  may  not  only  determine  the  quality  of  medical  care  obtained, 
it  may  also  deteiM^iine  a  person's  reaction  to  a  chronic  condition  once  diagnosed. 

A  number  of  authors  have^  commented  upon  the  difference  between  men  and 

2  *  . 

women  in  illness  behavior,     and  this  point  is  worth  noting,  in  view  of  our  finding 

of  higher  prevalence  of  disability  among  women.     One  study  speculates: 


—    -  ^^-^  .,^-^th  conditions,  only  one  would  be 


1.  Davi\l  Mechanic,  "Religion,   Religiosity,  and  Illness  Bt^havior:  The 
Special  Case  of  the  Jews,'*  Human  Organization,  1963. 

2.  The  literature  on  this  s^ibject  is  summarized  very  well  by  Phillips  and 

^  Segal  in  "Sexual  Status  and  Psychiatric  Symptoms,"  American  Sociological  Review, 
February  1969. 
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Particularly  among  men,  illness  is    looked    upon  as  a  feminine  characteristic 
to  be  shunned.     The^  man  who  publicly  announces  that  he  ,does  not  <now  what  / 
it  means  to  be  sick  thereby  improves  his  masculine  status.     In  sum,  it  seems 
more  acceptable  for  women  to  have  problems.,  especially  problems  of  illness 
 Women  ere  granted  more  indulgence,- .  .men  arec^ubject  to  different  expecta- 
tions.    It  is  less  pe^rmissible  for  them  to  be     sick,  snotionally  disturbed, 
or  upset,  because  they  are  expected  to  exert  more  self-control,  and,  if 
difficulties  do  occur,   they  are  expected  to  bear  ther.  with  greater  equanimity. 

Numerous  research  studies  have  examined  underlying  psychological  factors 

which  might  account  for  the  differences    in    behavior  af  disabled  r^ersons.  The 

findings  of  some   major    areas  of  interest  as  listed  by  B.  A.  Wright  show  the 

following . ^ 

There  is  no  substantial  indication  that"  phys ically  impaired  people  differ  as 
a  group  in  their  overall  adjustment  to  life.     They  are.  neither  better  nor  worse 
adjusted  than  the  able  bodied. 

There  is  ^Iso  no  clear  evidence  of  an  association  between  types  of  physical 
disability *and  particular  personality  characteristics.     Such  theories  as  the  deaf 
being  prone  to  paranoia  are  not  supported  by  available  data. 

Although  personality  patterns  have  not  been  found  consistently  to  distinguish 
disability  groups  as  a  whole,   certain  behavioral  traits  directly  connected  with  , 
physical  limitation  have  been  noted.     These  are  examples  of  specific  behavior  in 
a  specific  situation,  for  example,  a'wheelchair-bound  person's  reluctance  to  travel 
over  rough'  ground. 

Such  evidence  as  exists  on  how  people  feel  about  their  disabilities  suggests 
that  these  attitudes  vary  widely,  have  little  relation  to  the  degree  of  disability 
are  related  to  pre-impairment  personality,  and  can  accept  change  through  adopting^ 
a  new  value  system. 

Finally,  group  trends  with  respect  to  personality  and  adjustnjent  have  not 
been  found.     However,  studies  indicate  convincingly  that  physical  impairment  has 
a  profound  effect  on  the  person's  life  but     this  effect  is  neither  consistent  nor 
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3.     Ibid.  ,  p.   60.     Quotation  is  from  Roger  Barker,  Adjustment  to  .Physical 
Handicaps  and  Illness  (New  York,  Social  Science  Research  Council,   1953),  p.  317. 
A.     Beatrice  A.  Wright,  ''Chan^^es   in  Attitudes  Toward  People  with  :1and Icapj?, ' 
^       Rehabilitation  Literature,  Deceml)e^  197  3. 
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direct;  it  shows  as  man^  variations  as    there    are  disabled  individuals. 

\^^^ 

EjEpENDENCY  AND/?E0PLE  REJECTED  BY  VR 


Although  the  VR  survey  questionnaire  was  not  designed  tcf^record  attitudes^ 
and  emotions  in  objective  form,  it  did  allow  respondents  to  express  their  feel- 
ings through  open-ended  questions.     In  their  comments,  they  managed  to  convey  in 
often  powerful  terms  some  of  the  less  tangible  effects  of  a  severe  disability. 
"The  ramifications  and  consequences  of  dependency  emerged  as  a  devastitig  problem. 

They  cited  frustration  and  feelings  of    helplessness    suffered  as  a  result  of 
their   disabilities.     It  is  their  own  powerlessness  to  improve  their  position  in  ' 
life  that  has  defeated  them.     For  example,  a  29-year-old  woman,  living  with  her 
parents  in  rural  Georgia,  made  t^is     comment  about  her  life: 

I  have  always  bee^i  an  aral^tious  person—wanted  to  live  alone,  support 
myself s     That  dream  has  crumbled.     I  am  not  .a  viable  person.     I  feel 
I' am  not  useful.     I  am  not  »fit%4ified.     I  feel  I  should  be  doing  some- 
thing-but  I  don't  know^what\j    With  a  progressive  disease  you  don't  kpow 
where  you're  going  or  what  the  next  day  will  bring  and    what  you'll  be 
able  to  do.     I  would  like  to  feel  like  a  useful  member  of  society  but 
I  feel  useless.     I  feel  bad  because' I  know  my  parents  feel  like  they 
are  making  sacrifices  for  me.-    All* I  ever  wanted  was  to  have  a  job  and 
be  useful.  T 

This  comment  comes  from  a  man  who  lives  in  Baltimore,  Maryland,     He  is  a 

stroke  victim  and  therefore  needed  an  interpreter  to  speak  for  him.     He  was  asked 

whether  he  agreed  with  VR's  decision  to  reject  him. 

I  agree  as    far    as  getting  i<hto  a  competitive  market,  but  it  should 
not  -stop  there.     The  man  has  potential  and  potential  at  any  level 
^ould  not  be  wasted.     Forty-five  is  too- young  to,  be  retired  to  the 
TV  and  sofa  existence. 

It  is  not  surprising  to  learn  that  a  severe  disa^bility  causes  emotional 
problems,  although  it  may  be  easy  to  underestimate  the  impact  of  these  problems. 
But  a  severe  handicap  can  also  affect  one's  life  in  une xpected  ways .     The  dif- 
ficulties cited  in  the  following  examples  in  no  way  e^xhaust  the  possible  ramifica- 
tion^ of  a. handicap,  bat  they  do  give  some  indication  of  how  diverse  the  problems 
are. 
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A  63-year-old  man  wljo  lives  with  his  72-year-old  sister-in-law  ^as  asked  how 
he  felt  about  'VR's  decision  to  reject  him.     He  said:  ^ 

I  can't  do  anything  for  myself  and  I  have  no  money.     I  need  a  new  wheel- 
chair;  this  on-e  is  falling  apart.     I  wish  they  [VR]  cou^d  help  me  get 
my  mail.     My  family  asked  for  help  from  the  post  office;   I've  sent  letters 
all  the  way  to  Tennessee  to  the  government.     I  can't  get  delivery  becaum  • 
I'm  off  the  road  and  the  truck  won't  come  in.     It's  not  but  a  couple  hun- 
dred feet  but  my  sister  is   too  old  to  walk  up  to  the  road  and  I  can'.t, 
so  I  have  to  wait   for  someone  to  bring    it.      In  bad  weather  I  ju§t  wait 
and  wait%     I'd  be  so  happy  if  the  driver  would  pull  in  here.     Could, VR 
help'nte  get  my  mail? 


This  comment  comes  from  a  man  who  lives     in  a  small  North  Carolina  city, 
has  Parkinson's  disease. 


He 


I  don't   feel  like  visiting;   I  have  a  complex;   I  am  embarrassed.     I  feel* 
like  at   times  people  think  I'm  an  alcoholic  because  1  shake  so  bad. 

^    Another  respondent. said  that  VR  would    n9t  send  her  to  school  partly  because ^ 

the  noise  of  her  respirator  woul^d  hd  disconcerting  in  a  classroom.     And  one  woman 

pointed  out  that  the  sexual  limitation  caused  by  her  disability  not  only  meant 

deprivation  for  her  but  made  her  husband  irritable  because  of  his  own  sexual 

deprivation.  / 

— 

Perhaps  the  best   indication  of  how  severe  the  problems  are  t|iat     the  handi- 
capped face  is   the  number  of  people  in  our  survey  who  have  been  defeated  by  them. 
In  nearly  2d"^ercent  of  our  interviews  there  are  comments  which  give  evidence  to 
a  state  of  despair.     Or^e  can  only  guess  how  much  higher  this  percentage  might  be 
if  the  subjects  had  been  asked  about  their  emotional  well-being.     The  following 
quotes  are  just  a  few  examples  of  the  hopelessness  of  many  of  the"  severely  disatked 
people  we  interviewed.  i 

This  comment  comes  from  a  A6-year-old  man  in  rural  Indl^ana.  He  suffers 
from  a  genitourinary  conation.  When  asked  what  problems  his  disability  had 
caused  and   what    plans  he  had  for  the  future,  he  responded: 
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^       My  disability  stopped  all  activity.     My  wife  has  to  wait  on  rae  all 

the  time  and  is  not  able  to  work.     My  plans  are  to  go  to  Farley  Funeral 
Itome. 

A  52-year-old  woman  in  Flushing,  New  Y^rk  made  this v comment .     She  has  multiple 

sclerosis  and  is  incontinent  as  a  result. 

*  Well,  I  can't  go  out  for  too  long  ^r  go  too  far  because  in  case  I  have 
to  go  I  don't  want  to^  be  embarrassed.  So  I  just  sii  here  in  the  chair 
looking  almost  like  a  human  being. 

The  following  is  an  example  of  a  distressingly  common  reaction  among  the  people 

interviewed.     Some  of  them  have  turned  away  from  the  agonies  of  reaU-ty  and  instead 

fasten  their  hopes  and  dreams  on  a  near  miracle.     This  woman  has  diabetes  mellitus. 

She  lives  with  her  16-year-old  son  in  Baltimore,  Maryland.  .  This  is  what  'she  said 

when  asked  about  her  plans  for  the  future: 

I  hope  I  don't   live  too  'long.     My  son  has  his  own  life  to  live  and  I 
don't  want  to  be  a  burden  on  him.     If  I  could  win  the  lottery  I  would 
like  to    buy    a  nice  little  house  somewhere  and  have  someone  cook  and  - 
clean  for  me. 

REHABILITATION  PROFESSIONALS  AND  DEPENDENCY 
The    cental    position  of  the  ptiysician  and  the  medical  facility  in  disability 
is  reflected  in  the  research  and  in  the  reports  of  the  disabled  and  their  families. 
While  admiration  for  technical  skills  is  often  expressed,  dismay  at   the  limitations 
of  medical  technology  and  the  .ibility  of  physicans  to  tolerate  severely  disabled 
persons  and  their  familtes  Is  also  frequently  note,d. 

Davis  studied  11  polio-stricken  children  and  their  families.^     In  all  cases 
the  doctoVs  did  not  give  the  parents  all  the  information  they  needed.  Family 
physicians  felt  uneasy   in  relating  the  news  to  the  parents;  Davis   felt  that  in 

1: 

many  casesr family  physicians,  knowing  that   they  would  have  a  continuing  relation^ 
ship  with  the  parents,  did  not  want  to  be/^'the  ''mean  guys"  who  must  tell  the 
parents.     Instead,  an  unknown  physician  in  the  hospital  broke  the  news  in  a  very 

professional  and  abrupt  way.     This  confrontation  was  -often  quite  brief,  leaving 

\ 

the  parents  with  more  questions  than  answ^erri^ . 


5.     Davis,  Pas^ge  Thi^pugh  Crisis  (New^^"^^^^^^^^^  Merrill,  1963). 
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Short  addresses  the  issue  of  the  nature  of  medical  practice.^    He  points  out 
that  whereas  years  ago  doctors  were  concerned  with  finding  cures  to  diseases, 
doctors  must  now  turn  their  attention  to    the    long-terra  physically  handicapped. 
Developing  cures  is  gratifying  in  fhat   the  doctors  are  able  to  see  results  and 
can  take  pride  in  their  work.  '"^Bhis  feeling  is  not  present  when  dealing  with  the 
long-term  physically  handicapp^    Mellette  indicates  that  medical  sphools  do  not 
even  prepare   the  doctor  for  this  role  but  rather  emphasize  the  need  for  curing.^ 
When  the  patient  is  left  with  a  major  impairment,  especially  one  which  is  visible, 
it  produces  a  sense  of  failure   in  the  physician. 

For  many  disabled  people,   their  treatment  by  professionals,   especially  medical 
professionals,   is  the  first  step  in  enforcing  dependency  and  dehumaiizing  the 
individual  into  a  "ease,"  a  "pati(|nt,"  or  "disability."     The  professional  tendency 
toward   labe 1 ing ,^  o r  referring  to  clients  as  "CP's,"  "quads,"  or  "MS's,"  is  tinged 
with  a  disregard  for  individuality.     Language  generally  evolves   to  express  attitudes, 
whether  conscious  or  unconscious.     In  this  case,   the  fact  that  a  disabled  indivi- 
dual  is  often  referred  to  as  a  CP  rather  than  a  person  with  cerebral  palsy  indic:3t^es 
something  about  the  attitude  of  the  speaker,  something  that  he  may  not  even  recog- 
nize in  himself.     DuBrow  describes  this  attitude  as  "clubhouse  disdain  of  the 
inferior  by  members  of  the   'pro'   team;   the  disabled  are  se'en  as  different  from 
us  normals.  ^^^^^y^' 

niis  disease-oriented  approach  to  the  disabled     may  be  encouraged  by  the 
■^luntary Organizations  which  help  those  with  cerebral  palsey,  multiple  sclerosis, 
etc.     These  associations  may  be  detrimental  to  disabled  people,   at  least  in  tlie 
fight  against    prejudice,    since   they  involve  segregation  of  disabilities  rather 
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^  Short,  "Care  of  Children  with  Long-Term  Handicaps,""  Medical  Journal  of 
Austi^ia,  ^^tember  1969. 

7.  .1.    W.   Stbllette,   "Prevention  of  Adverse    Emotional    Attitudes  in  Families 
of  Chronically  Handicapped  Children,"  Southern  Medical  Journal,  March  1964. 

8.  Arthur  L.   DuBrow,  "Attitudes  Toward  Disability,"  Journal  of  Rehabilitation, 
July-August  1965.  ~^ 
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than  a  general  effort  to  come  together  and  work  toward  common  goals.     The  attitude 

which  results  in  labeling  may  even  affect  the  sort  of  services  a  client  receives. 

As  Salamone  points  out,  many  of  the  rehabilitation  services  furnished  a  client 

9 

are  determined  by  the  labels  placed  upon  him.  Tlttis,  the  mentally  retarded  get 
one  type  of  rehabilitation  service,  while  those  with  cerebral  palsy  get  another. 


mav 


Kirp  stated  that  at  least  CO  percent  of    those    classi f ied /as  mentally  retarded 

10  ' 
not  be    mentally    retarded  at  all.        Because  of  the  effects  of  labeling  and  mis- 

labeling,  Salamone  recommended  that  we  change  the  work  disability  to  *'life  modality,' 

*  t  ... 

which  is  the  configuration  of  social,  vocational,  physical,  and  psy choLpgic^^^. 
havior.  We  must  try  to  see  the  whole  person ,  rather  than  focusing  primarily  upon 
the  disability.  ^    .  J 

This  tendency  to  see  the  disabled  in  terms  of  their  disability  alone  has  far- 
reaching  ramifications.     Seen  in  this  light   the  disabled  become  a  "minority"  and 
segregation  occurs.     Segregation  requires  a  majority  which  evaluates  a  minority 
as  inferior,  and    the    pheno^ienon  of  labeling,   for  example,  suggesTs  that  this  is 
the  position  of  the  disabled.     They  are  seen  as  "deviants"  who  occupy  a  separate 
place  in  society.     They  ar'e  relegated  to  separate  schools  and  clubs^nd  their 
activities  are  covered  in  separate  magazines.     This  segregation  is     seen  as  bene- 
ficial by  many  since  it  enables  the  disabled  to  come  in^  contact  with  and  accept 
their  "own  kind."^    In  much  the  sdme  way  as  the  blacks,   the  disabled  are  "ghe*t  to  ized" 
in  a  physical  and  psychological  sense.  '  . 

Ther(?  seems  to  be  an  unwillingness  on  the  part  of  some  professionals  to 
deal  with  the  needs  of  their  4lients  on  anything  but  a  mechanical  level.  The 
literature  on  rehabilitation  includes  examples  of  professionals  who. not  only 
exhibit  thi,8  depersonalized  view  of   the  client  but     also  recommend  it  to  other 


9.     Paul  Salamone,  "Disability — A  Reconceptualizat ion ,"  Journal  of  Rehabilita- 
tion, August  1970. 

10.     I).  aCirp,   "Student  CI  as.s  I  t  1  cm  t  !  on ,   Tuhllc  Policy,  and  the  Court,"  ILu-y.ird 
Educational  Review ,  February   19  7^. 
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professionals.     In  sQme  cases  they  seem  to  suggest  that     the  focus  of  the  rehabili- 
tation  agency  should  be  on- producing  a  functional  re'habilitant ,  much^s  a  factory 
produces  a  commodity. 

Nearly  as  difficult  for  the  clients  as  the^cold  depersonalizing  attitude 
is  the  overprotective,  ^'mother  hen''  app^^ach  adopted  by  seme  rehabilitation  person- 
nel.    Robinault  argues  that  it  is  time  to^^  away  with  the  accepted  "professional 
role"  in  which  the  counselor  is  too  verbal,  doesn't  provide . enough  followup, 
doesn't  km-p  thorough  enough  records,  and  is  overprotective.     What  emerges  from 
this  description  is.  a  picture  of  the  rehabilitation  counselor  condescending  to  the 
client  and  manipulating  rather  than  assisting  him."*"^ 

Frequently,   the  rehabilitation  process  begins     in  ins titutions ' such  as  general 
hospitals  hetDre  the  physically  disabled  individual     even  encounters  the  Vocational 
Reliabi  1  i  tat  ion  counselor.     In  such  institutions,  there  are  negative  forces  whicfi 
can  create^  and  Intensify  dependency  in  the  patient.     Basically,  the  patient  is  ^ 
always    aware    that  essential  needs  for  food,  shelter,  clothing,  and  medical  atten- 
tion  will  be  met . 

A 

This  situation  creates  a  fertile  environment  for  the  growth  of  dependency. 
Moreover,   there  are  not   infrequent  instances   in  which  the  patient's  efforts  to  do 
things  for  himself  are  discouraged  or  blocked  because  they  interfere  with  institu- 
tional  routine,   inconv enl ence/the  staff,  or  require  extra  time  that  staff  members 
are  unable  to  give.     The  routine  of  activities  acts  to  rftultify  independent  think- 
ing;  the    patient    who  questions  the  institution's  way  of  doing  things  is  regarded 
by  staff  not  as  an  individual  fighting  dependence  but  rather  as  a  hindrance  to 
the  functioning  of  the  institution. 


11.     Isabel  P.  Robinault,  The  Sociology  and  Social  Psychology  of  Disability 
and  Rehabilitation  (New  York:     Kcmdom  House,  1970). 
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Let  one  severely  disabled  person  speak  for  himself:  \ 

It^s  a  very  unique  pleasure  for  me  to  stand  before  a  room  filled 
with  medical  personnel  with  all  my  clothes  on,  because  usually 
I'm  in  the  supine  position,  under'^right  lights,  with  tier  upon 
tier  of  hostile,  white-coated  figures  staring  at  me.     I  think 
you're  all  familiar  with  what  I'm  talking  about;  I  refer  to  the 
unique  learning  experience  known  as  grand  rounds. 

^  You  see^  as  a  child,  I  w^s  "exhibited  as  a  very  interesting  case.'* 
I  was  often  a  star  performer  in  the  amphitheater.     To  this  day  I  am 
\         convinced  that  grand  rounds  were  designed  to  erase  the  last  vestige 
of  dignity  in  a  patient.     One  is,  or  at  least  used  to  be,   laid  out 
stark  naked  and  provided  wit>i  th6  equivalent  of  a  3x3  sterile  pad 
with  which  to  retain  some  degree  of  modesty.     One  is  asked  the 
medical  top  questions  like,  "What  can  you  do  with  your  frail  right 
arm?"     Now  if  T  quipped,  "it  makes  a  godd  paperweight"  or  something 
like  that,   the  oracle,  of  Hippocrates  would  retaliate  with  something' 
*  like,  "Now  * if  your  left  shoulder  has  extremely  limited  rotation,  how 
does  this  limit  your  toileting?"     Now  that  chap  knew  full  well  what 
I  thought  he  meant  whin  he  said  toileting.     My  young  mind  conjured 
up  some  strange  things,  because  children  are  really  quite  basic. 
And  it  never  even  entered  my  mind  that  he  meant  combing  my  hair. 
So  my  reply  usually  brought  the  house  down.     And  he  just  stood  there 
'letting  his  superiority  radiate  out   to  all  the    worshippers,  secure  ^ 
in  his  knowledge  that  he  had  put  me  down,  and  that  this   fresh  kid 
would  think  twice  before  he  quipped  again. 

•    Now,  prior  to  grand  rounds,  some  overwgrked  young  intern  or  fourth- 
year  medical  student  wouj^d  be  assigned  to  do  a  workup  on  the  case, 
so  that  the  master  would  have  a  full  set  of  answers.  This 
conscientious  young  man  would  poke,   flex,  extend,  abduct,     adduct,  ' 
poVe  a  flashlight   in  crevicbs,  grat)  orifices  and  skinfolds,  and  a^jk 
300  questions, ''then  go  over  my  case^folder  with  a  fine-toothed  conib. 
To  this  day,^  I  never  voluriteered  any  health  information.     In  all  ^ 
questionnaires  for  insurance,     employment,   telephone  surveys,  the 
Galluf5  polls,  my  only  rc^tort   to  a  health*  quest  ion  was,  "Yes,  my 
health  is  excellent."     Forms  requiring  information  on  what  shots 
I  have  had  will  automatically  be  checked  off  that  I  had  them  all. 
I  usually  Hay  yes  even  when  asked  if  I  have  taken  the  Pap  test.... 

I'm  not  trying  to  put  down  the    medical    professi*Dn.     Many  good  doctors 
did  share  their  knowledge  with  their  pat ietts ....  What  I'm  saying  I 
guess   is  that  the  patient  has  been  neglected  and  put   into  the  same 
classification  as  the  tools  which  are  used  to  treat  him.     For  too 
long  now,  a  vast  segment  of  the  medical  profession  ha^^aintained  a 
unilateral  position,  and  this  is  carried  over  into  other  fields, ^ 
especially  to  the  field  of  rehabilitation.     For  years  the  rehabilitation 
experts  felt  that  their  clients  all  fitted  neatly  into  the  stereotyped 
which  they  had  been  taught  was  the  profile  of  the  handicapped.  There 
were  certain  vocat ional'  paths  which  one  could  take  and  oth6r8  from 
which  one  must  stay  far  away.  ^ 
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•        .  DEPENDENCY  AND  THE  FAMILY 
The  research  on  the  disabled  and  their  family  relat iciships  can  be  classified 

broadly  into  several  general  areas.     First,   there  is  the  disabled  child  and  his 

r 

or  her  family  situation.     The  literatAjre  on  the  disabled  ciild  includes  the  stages 
through  which  families  generally  go  in  adapting  to  the  child's  disability,  problems 
which. the  child  faces  during  various  periods  of  life^  adaptations  in  the  family 
life  which  may  result  from  disability,   responses  and  coping  behaviors  of  the 
parents,  and  the  contact  which  the  child  and  the  family  may  have  with  institu- 
tions, professionals,  and  society  in  general. 

,    Second,   there  is  a  considerably  smaller  amount    of    research  on  the  disabled 
adult  and  family  relationships.     This  generally  focuses  on  the  family's  reactions 
to  the  onset  of  disability  in  an  adult  member,   changes  in  family  structure  and 
activity,     and  the  effects  of  disability  on  adults'  performance  of  common  adult 
roles  /or  family  members'  attitudes  about  the  ability  of  the  disabled  members  'to  " 
perform  those  roles)   such  as  breadwinner,  homemaker,   child  raiser,'  and  sexual 
partner.     From  these  general  areias  of  investigation  come  numerous  discussions  and 
descriptions  of  family  counseling  methods  as  a  means  to  alleviate  problems  associated 
with  disability  of  family  member,   child  or  adult. 

PARENTAL  ADJUSTMENT  TO  DISABILITY 
Various  articles  describe  the  stages  which  parents  go  through  In  discovering 
that  their  child  is  disabled  and  in  adjusting  to  this  fact.     The  basic  stages  are 
the  same  for  different  disabilities,  although  if  the  disability  is  not  congenital, 
there  are  variations  resulting  from  the  specific  characteristics  of  the  dis- 
ability and  the  period  of  onset.     How  the  ^mily  reacts  to  this  crisis  is  found 
to  be  determinec'  by  the  way  the   family  deals  with  crises  in  general. 

Cohen  describes   four  stages  whj.cli  parents  go  through  upon  discovering  lImL 
tht*ir  ciiiid  has  a  disability:     grief,   then  anger,   tlien  a  dealing  with  the  situation, 
and^finally  a  readj ua tment^  of  their  lifestyle.     The  author  notes  that  caseworkers 
are  often  too  quick  to  categorize  parents  as  uncooperative  and  rejecting  of  aid, 
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when  in  fact  the  parents  may  still  be  going  through  states  of  grief  and/or 
12 


anger, 


A  book  by  Davis,  A  Passage  ThrouRh  Crisis,  describes  the  effects  a  child 
with  polio  has  on  the  family. Davis  found  that  families  went  through  four 
stages  in  finding  out  about  the  adapting  to   the  fact.     At  first  the  child  was 
seen  to  be  sick  or  believed  to  be  acting  as  if  he  were.     Responses  to  this  period 
were  seen  as  affecting  later  attitudes,  for  parents  who  did  not  take  t^e  child  " 
seriously  often  felt  guilty   later.     The  second   v^as    the  warning  stage  where  parents 
realized  that    something   was  wrong.     Here  doctors  were  often  consulted,  and  many 
of  the  doctors  ignored  the  concern  of  parents.     Again,  such  feelings  often  af- 
fected later  attitudes.     The  third  period  was  that  of  impact,  when  polio  whs 
_    diagnosed  and  the  child  was  usually  hospitalized.     Feelings  of  fear  and  grief 
accompanied  this  period  in  all   families.     Most,  families  were  told  quite  abruptly 
that  their  child  would  be  disabled,  but  no  details  or  comfort  were  offered.  In 
the  final  stage,  parents  began  to  take  stock  of  the  situation  and  look  into  the 
future.     Davis  then  goes  into  tht-  effects  of  the  child's  hospitalization  and  both 
the  positive  and  negative  reactions  produced  in  this  ^riod.     Physically ,-  all 
children  imp roved.and  the  ft-.ir  of  death  was  removed. 

All  patients  clung  to  the   idoa  of  recovery  and  restoration  of  physical  capa- 
bilities.    Children  who  improvi-iJ  physically  had  a  better  relationship  with  their 
families  than  those  in  which  no  physical  improvement  was  noted.     Of ten^phys^icians 
tell  parents  ^h^the  physical  capabilities  which  will  return  will  do  so  within  18 
month.     As  this  deadline  comes  closer,  pace-nts  become  depressed  because  their  hopes 
are  fading.     This  raises  the  question  of  how  tq/ change  the  attitudes  of  parents 
(and  of  society)  so  that  phy,si<Ml    Imp  roveim>nt    Is  not  such  'a  central    issnc   tu  t  lu- 
parent-child  r^elat  ionsh  ip  . 

12.  Pauline  Cohen,  ^'Imp.u  L  of  the  Handicapped  Child  on  the  Family/'  Social 
Casework,  1960.  '   

13.  Davis,  Passage  Through  Crisis. 
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Almost  all  studies  found  that  much  tiW^^oney,  and  effort  we're  directed 
toward  having  the  child  walk.    IVhat  happens  to  those  children  who  do  not  eventuail 
reach  this  goal?    Are  they  psychologically  harmed  by  thi^  emphasis  on  walking? 
Authors  agree  that  children  should  be  pushed  to  their  optimum,  but  the  question 
is  whether  walking  or  looking  as  ''normaT*  as  possible,  is  indeed  the  optimum,  or 
whether  efforts  can  sometimes  more  appropriately  be  directed  at  maximizing  mobilit 
and  access  tjftftfontacts  with  the  world.    The  stress  on  reaching  normality  rather 
than  on  maximizing  independent  living  abilities  is  an  issue  which  arose  repeatedl 
yet  none  of  the  literature  discussed  other  goals  which  counselors  could  present 
to  the  family. 

FAMILY  ADJUSTMENT 

Some  of  the  literature  discusses  concrete  changes  which  a  child's  disability 
can  make  in  the  family  environment.    Sometimes  there  are  changes  in  the  physical 
environment,  necessitated  by  care  for  the  disabled  child  in  the  home.    -For  example 
the  child  with  cystic  fibrosis  needs  a  mist  tetit  in  the  bedroom.    The  odors  and 
added  humidity  can  alter  the  home  environment  for  the  entire  family.    There  may 
also  be  significant  change  in  family  activities.    Mothers  often  quit  jobs  to  have 
more  time  to  visit  with  the  hospitalized  child,  or  to  care^or  the  child  when  in 
the  home.     Fathers  may  also  change  jobs  or  get^,  an  additional  one,  partly  to  ease 
the  increased  financial  strains  on  the  family. 

Due  to  the  needs  of  attention  a))d  care  of  the  disabled  child,  changes  in 

family  relationships  may  result.     For  example,  siblings  may  find  that  more  pres- 

sure  is  placed  on  them  to  take  responsibilities.    This  can  have  a  positive  effect; 

some  siblings  of  disabled  children  seem  to  be  mbre  tolerant*  of  people  suffering 

from  diseases  and  of  differences  among  people  which  result  from  disabilities.  But 

there,  are  negative  effects  also.     For  example,  Poznanski,  in  a  discussion  of  the 

hist6ries  of  two  families,  found  that  the  siblings  were  more  adversely  affpctcd 

by  the  disability  than  was  the  child  himself . One  reason  for  this  is  that  paren 

14.    E.  Poznanski,  ^'Emotional  Issues  in  Raising  Handicapped  Children," 
Rehabilitation  Literature,  November  1973. 
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may  express  their  anger  and  disappointment  with  the  disabled  child  by  taking  it 
"out  on  each  other  or  on  the  siblings. 

^  DEVELOPMENTAL  STAGES  ■ 

Xhe  problems  faced  by  the  disabled  child  and  by  the  family  as  a  whole  change 
at  different  times  in  the  child ' s . life .     The  infant  will  have  one  set  of  experiences 
and  problems  related  to  disability  and  to  how  disability  affects  his  particular 
stage  of  development,  and  the  preschool  child,  the  schoolaged  child,  and  the 

r 

adolescent  will  have  others. 

^  ■ 

Infancy  and  Pre-SjChool  Years.  — •  Battle  describes  how  child-rearing  differs  when 
the  "infant  is  disabled.'''^    For  example,  feeding^  a  normal  infant  is  often  charac- 
terized as  a  pleasurable,  .^ratifying  exercise  for  most  parents.     Sucklin§^can  b^ 
beneficial  to  both  child  and  mother.     Yet  when  the  child  has  a  physical  disS|{|J-lity 
such  as  cerebral* palsy ,  feeding  is  quite  difficult,  and  suckling  is  almost  impos- 
sible.     What  effect  this  may  have  on  the  parent  and  the  ohild  is  not  known. 

Infants,  and  older  children  as  well,  hav^  a  need  for  stimulating  contact 
with  their  environment.     Yet  disability  can  alter  the  child's  ability  to  obtain  ^ 
thi^  stimulation  independently.     Where^^-young  children  learn  to  roll    and  move 
about  in  their  environment,  the  disabled  child  may  have  to  depend  much  -more  on  > 
his  parents  for  movement  and  stimulation. 

Parents  c^n  actually  unwittingly  jnake  It  more  difficult  foy  the  disabled 
child  to  ojDtain  stimulation.     Several  researchers,  for  instance^,  found  that  cerebral 
palsied  infants  are  not  given  toys  to  play  with.    j^Either  parents  don't  realize  the 
need  tor  ^    child  to  touch  and  hold  objects,  or  ^Ise  they  place  objects  too  far 
away  from  the  child  in  the  hope  that  he^wilj,  learn  to  reach.     In  other  words,  they 

see  a  need  for    teaching    rather  than  playing  with  him.     Pressure  is  placed  on  the 

<  y  i 

disabled  child  to  progress  and  learn  in  the  same  way  as  a  normal  child  would,  but 
N^his  simple  need  for  stimulation  1^  overlooked. 


15.     C.  V.  Battle,  '^Disruption  in  Socialization  of  a  Severely  Handicapped 
'  Child,"  Rehabilitatioi;!  Literature,  May  1974. 
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*      The  School-Aged  Child,  —      major  issue    for    the  school-aged  disabled  child  and 


the    entire  family  is  the  issue  of  segregated  versus  integrated  education.  The 


If 


literature  on  'fhis  issue  is  extensive;  some  of  the    main  issues  will  be  sketched 
becaus^^fe^S^^eriod  is  so  important.      ^  ^ 

Battle  discusses  th^  issue  of  integrated  and  segregated  schools. """^  He 
sees  a  need  for  both,  since  segregated  classes  provide  models  for  the  disabled 
child  and  enable  him  to  compete  proficiently.     On  the  other  hand,  segregation  can 
give  the  disabled  child  an  unrealistic  environment.     Most  disabled  people,  it  is 
assumed,  will  enter  the  mainstream^  life  (although  -discussion  of  voluntary 
separatism  is  beginning  to  appear  in  the   literature)    and  segreg:ation  does  not  » 
prepa-re^.them  for  this  entry.     The  disabled  person  may  have  little  in  common  with 
his    nondisabled  peers  as  a  result  of  segregated  classri^oms.     Kirp  looked  into  the- 
legal  aspects  of  segregation  and  concluded  that  at  the  very  least  the  disabled 
child  is  entitled  to  an  equal  education,  which  some  observers  feel  is  not  now 
being  offered.  "^^ 

Recent  court  decisions  say  that  all  children  must  be  educated  and  that 
waiting  lists  for  schools  are  illegal.     But  the  findings  of  a  study  iDy-^Fleishman 
indicate  that    in   New  York  State  in  1973  a  minimum  of  200,000  children  with  dis- 
abilities were  receiving  no  education  at  all;  some  8,400  students  were  on  waiting 
lists  for  special  education  classes. 

Children  with  different  kinds   of   disabilities  have  different  kinds  of 

experiences  in  terms  of  peer  participation.     The  disabled  child  who  looks  normal 

m^  experience  more  adverse  reaction  than  the  visably  severe;Ly  disabled  child.  For 

example,  while  it  is  apparent  that  a  cerebral  palsied  child  cannot  run  bas'^^n  a 

ball  game,  children  with  cardiac  problems  often  have  difficulty  explaining  why 

1 8 

they  cannot  participate  fully. 


16.  Ibid.  ;:  ^ 

17.  Kirp,  "Student  Classification." 

18.  Suzanne  A.  Kohut,  "The  Abnormal  Child:    His  Impact  on>he  Family,'*'* 
Joui^ial  of  American  Physical  Therapy  Association,  February  1966.' 
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Adolescence,  —  Throughout  childhood,  the  disabled_pliild  experiences  both  overpro- 
tection  and  the  effects  of  pressures  to  be  "normal."  Sometimes  these  two  expecta- 
tions may  conflict  and  confuse  him.  ^ 

In  adoles  cence .   the  confusion  becomes  more  acute.     The  adolescent* 
particularly  if  disabled,   is  still  treated  as  dependent  by  many  adults,  teachers, 
and  parents;     Simultaneously  there  is  pressure  from  peers  and  other  adults  to  take 
responsibilities  and  adult  roles. 

Freeman  discusses  some  of  the  common  experiences  of  the  cerebral  palsied 

19 

gathered  from  his  work  on  the  psychological  problems  of  the  ad6lescent.         He  states 

\ 

that  the  range  of  psychiatric  problems  in    the,^  cerebral  palsied  adolescent  is  as 
wide  as  those  found  in  the  nondisabled.     These  problems  are  cuased  by  overprotec- 
tion,   lack  of  confrontations  normal  teenagers  f axe ,  and  the  imposition  of  painful 
or  unwelcome  physical  conditions,   in  addition  to  the  "unreasonableness  of  the 
environment"  which  is  not  geared'  to  the  disabled  child. 

Freeman  states  that  there  is    no    general  characteristic  of  the  cerebral 
palsied  adolescent.     He  has  to  -face  the  deterioration  of  his  physical  coi^dition, 
as  well    as    realize  that  there  is  at  present  no  cure.     Social  activities  may  be   .  « 

curtailed  as  peers   reach  sexual  maturity  and  become  more'  aware  of  physical  ab- 

>- 

normailcy.     Leaving  school  and  changing  professional  staff  may  cause  insecurity 
\ 

t 

and  lead  to  psychiatric  problems.     Indeed,  psychiatric  treatment  ^tselfS^^f  ten 
creates  problems.     Freeman  also  points  out  that  for  the  disabled  individual,  as 
ror  any  adolescent,   to  be  bitter  and  complaining  or-  complacent  and  passive  does 
not  necessarily  indicate  psychiatric  problems. 

Often,  neither  the  family  nor  the  school  wants  to  be  aware  of  the 
sexuality  of    the    disabled  adolescent.     Freeman  gives  possible  reasotis  for  the 
pro..ibition  of  sexuality:     (1)  people  see    the    cerebral  palsied  as  sinful  and 
cr.us  undeserving  of  sex;    (2)   they  feel  "if  I  can't  have  sex,  why  should  he?"; 
..r   '3)    cney  rind  this  normal  act  inconceivable  for  the  palsied  since  the  dif- 


19,     ."^reeman,  "Psychiatric  Problems  of  Adolescents  with  Cerebral  Palsy,* 
'        .cpr..  r. :c>  X'-diclne        Child  Neurology,  December  1970. 
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ference  between  the  normal  population  and    the  cerebral  palsied  has  been  exploited 
for  so  long. 

Passage  Into  Adulthood.  —  Less  ^literature  was  available  on  the  adolescent,  and  no 
literature  was  found  which  dealt  with  the  transition  from  adolescence  to  adulthood. 
Thus  we  have  no  information  from  research  on    how    the  disabled  adolescent  moves 
into  independence  or  on  the  implications  of  remaining  as  a  dependent?  young  adtilt 
in  the  parental  household  and  its  effects  on     the  individual  and  his  family. 

o 

One  Important , dimension  of  adolescence  often  denied  disabled  youth  is 

A* 

Introduction  to  the  world  of  work.     Able-bodied  youth  often  are  introduced  to 

( 

work  b-y  odd  jobs  such  as  mowing  lawns  or  volunteer  work,  or 'they  may  help  working 
parents.     Disabled  adolescents,   especially  those  with  sensory  deprivation,  are  > 
generally  denied  such  opportunities.     The  l^ew  Jersey  Blind  Agency,  among  others, 
has  developed  a  program  in  cooperation  with  summer  resorts  to  use  blind  yo^th^  as 
elevat^  operators  and  the  like.     The  program  is  successful  in  a  number  of  ways,''^ 
including  the  number'  of     employers  who  subsequently  rehire  the  youths  without 
subsidy. 

One  major  problem  for  disabled  children  is  "modeling."  '  Leech  notes 
that  disabled  children  usually  have  no  one  to  model  themselves  after. Parents, 
teachers,  and  professionals  with  whom  they  come  into  contact  are  usually  nondisabled 
and  have  the  notion  that  to  be^  "noFmal"  is    a    primary  goal.     Such  atMtudes  might 
have  serious  effects  on  the  disabled  child.     The  only  studies  done^e  on  the  blind^ 
and  deaf  children  of  similarly  handicapped  parents  and  show  these  child^  as 
better  adjusted.     No  studies  are  available  on  the  implications  this  may  have  for 
the  orthopedically  disabled.     Many  parents  fear  that  their  child  will  become  too 
dependent  on  "gadgets"  and  prohibit  their  use.     For  example,  parents  sometimes 
prohibit  the  use  of  wheelchairs   in  the  hope  of  forcing  "normal"  mobility.  This 
puts  great  stress  on     the  child  and  makes  socialization  difficult. 


20.     Leech,  "Raising  the  Disabled  Child,"  The  Independent,  Summer  1974. 
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THE  DISABLED  ADULT  AND  THE  FAMILY 
The   literature    on  family  relationships  of  the  di.sabled  adult  generally 
focuses  on  limits  on  activities  and  on  sQcial  interaction,  as  well  as  effects  ^ 
which  the  disability  may  have  on  t^^e^^oles  of  the  different  members  of  the  family. 
The  ability  of  the  disabled  person  to  perform  the  roles  of  breadwinner  or  homemaker, 
sexual  partner,  and  parent  tend  to  be  the  object  of  the  literature.     There  is  a'lso 
discussion  of  the  ways  in  which  other  members  of  the. family  view  the  disabled 

adult.     Some  practical  aspects  of  disability  such  as  financial  problems  are  touched 

f 

upon, .but  generally  their  effects  on  the  family  are  not  ^plored. 

The  Disabled  Adult  and  Spouse.         Rosenstock  did  an  analytical  study  on  34  families 
W        ...     .  .  21 

where  one  partner  had"  become ' disabled  during  the  marriage.         Interviews  were  held 


at  two  points,  one  within  2  weeks    of    the  onset  of  disability,  ^nd  the  other  after 
2  years  had  passed.     The  families  saw  the  disabled  member  a(pT)eing  more  dependent 
than  did  the  disabled  person  "himself .     Since  the  degree  of  disabi'lity  was  not  dis-  ^ 
cussed  there  is  no  objective  standard  to  calibrate  the  perceptions.  One-fourth' 
of  the  families  felt  nervous  when  the    disabled  member  was  at  home,     and  one~f4.fth 
thought  their  families  had  been  happier  before  the  onset  of  disability.     It  was 
concluded,  '*The  extent  and  speed  of  recovery  of  independence  may  be  affected  by 
the  patient's  precrisis  perception  of  his  relationship  to  others.** 

Indications  are  that  individuals  expressing  flexibility  in  sex  roles 
reported  fewer  prolJlems.     Likewise,  a  higher  educational  level  was  associated 
with*  fewer  reported  perceptions  of  problems.     The  presence  of  children  contributed 
to    the    lessening  of  the  isolation  level. 

In  studying  30  families  in  which  at  least  one  member  had  developed  aphasia, 

Malone  discovered  that  spouses  hi  the  disabled  member  had  guilt  feelings,   and  that 

22 

all  had  feelings  of  rejecy/)n  toward  that  person.        Some  60  percent  believed  that 


21.  Florence  Rosenstock,  Disabling  Illness  and  Family  Alienation,  Special 
Report  No.   1  (Springfield,  Va.  :     N^ational  Technical  Information  Service,  1968). 

22.  Malone,  Ptacek  and  Malone ,  "Attitudes  Expressed  by  Families  of  Aphasics," 
British  Journal  of  Communicable  Disorders  ^^ol .  5.  1970. 
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^    "God  had  done  it,'*  and  20  of  the  30  were  hoping  for  miracles.     Only  20  percent 


saw  the  dis^ability  as  due  to  a  spinal  cord  injury. 


A'  study  by  Katz  of  wives    of    diabetic  men  reveals  that  poor  sexual 


1 


relationships  aftex^  the  onset  of  disability  are  seen  as  a  major  problem.  ^"^  Dietary 
requirements  also  place  burdens  on  the  ^spoils e  in  purchase  and  preparation  of  food.. 

^  Whereas  most  pieces  of  research  recommend  family  counseling  as  a  viable 

solution,  some  of  the  literature  warns  that  not  all  families  are  candidates  for  it. 
Shellhase  points,  out  th,at  some  spouses  cannot  tolerate  the  increased  respcmsibility 
placed  on  them  by  the  disability  of  the  part;ner.        The  only  answer  may  be  to  re- 
move themselves  from  the.  relationship.     It  was  felt  that  in  these  cases,  if  in  . 
fact  they  can  be.  identified ,/i't  is  much  n^ore  important  to  worry  about  the  well- 
being  of  the  disabled  person.     There  are.  cases  in  wj[jich  a  rehabilitated  disabled 
member  become^  less  dependent  on  the  spouse.     This  may  lead  to  marital  problems 
when  the  spouse  has  become  committed  to  tt\e  helping  role  and  readjustment  is 
difficult. 

Very  little  was  found  in  the  literature  about  relationships  in  families 
where  both  adults  are  deaf,  orthopedically  handicapped,  or  otherwise  disabled,  or 
about  the  effects  on  family  relationships  of  acquired  deafness  in  an  adult. 

Professional  recognition  of  the  importance  of  successful  sexual  adjust- 
.ment  of  the  handicapped  individual  has  been  developing  and  expanding  in  the  last 

several   years.      To  however,   few  formal  studies,  have  appeared  in  print  and 

1 

thosg  that  have  are  primarily  directed  toward  making  the  professional  aware  of 
* 

this  area  as  one  of  legitimate  concern. 


^        23.     Alma  Katz,  "Wives  of  Diabetic  Men,"  Bulletin  of  the  Menninger  Clinic, 
September  1969. 

24.     Leslie  J.  She  1  lhaae  Kern  K.   Shellhase,   Rede^nltl(jn  of  I' ami  ly  Style 

in  Responb^e  to  the  Reality  of  a  l(;mdlcapped  Member  (Arlington,  Va.  :  Educational 
Resouriu   Information  CcnLor,    197  3). 
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The  existing  articles  fall  into  two  categories.     First,  therfe  are  those- 
which  discuss  the  physical  aspects  of  sex.     For  the  most  part  these  articles 
attempt  to  dispel  misconceptions  concerning  sexual  limitations  of  persons  with 
spinal  cord  injury.     Second,  there  are  a  few  articles  dealing  with  sexual  roles 
of  a  psychosocial  nature,  in  particular  husband-wife  relations. 

*  In  1973  Hohmann  published  an  article  which  dealt  with  both  categories.  The 
paper  provided  guidelines  as  to  who  should  talk  about  sexuality  with  spinal^  cord 
injured  p^ients  and  the ifC  spouses ,  what  should  be  told  them,  what  are  some  of  the 

] 

techniques  that  can  be  used  by  those  who  lack  normal  genital  functioning,  what 

H 

some  of  the  emotional  rewards  are  which  the  person  achieves  from  sexual  function, 
and  what  are  the  grecautions  which  anyone  who  counsels  the  disabled  about  sexual 
f  unct  ic)hing  should  keep  in  mind. 

These  include  the  avoidance  of  offending  moral  values,   forcing  the  patient 
to  talk  about  sex,  forcing  the  counselor's  own  morality  on  the  patient,  making 
sextan  all-or-nothing  experience,  and  expecting  too  much  from  the  sexual  partner. 
The  last  topic  is  the  most  innovative  part- of  the  article,  since  it  has  previously 
received  little  attention. 

Indicative  of  a  new,  more  comprehensive  approach  is  the  work  of  Diamond, 

who  deals  with  specific  problems  such  as  our  culture's  emphasis  on  sexual  perform- 

^  ( 

ance,  the  f^eelings  of  guilt  that  pan  result  from  deviance  from  supposed  standards, 
and  the  communication  of  problems.     Finally,  he  makes  redommendatiqns  on  practical 
matters  concerning  sexual  expression,  including  use  of  different  types  of  devices 
for  achieving' biologftal  sexual  satisfaction  and  methods  of  sensory  stimulation. 

Although  the  literature  occasionally  gives  details  on  the  special  knowledge 
needed  for  sex  counselors  and  urges  them  to  be  liberal,  it  does  not  mention  How 
training  or  the  proper  attitude  may  be  acquired.     There  is  little  discussion  of 
the  organizational  limitations  of  rehabilitation  agencies  in  respect  to  sexual 
counseling.     Sexual  thoughts  and  contlicLs  often  embarrass  not  only  the  client,  but 
also  the  rehabilitation  worker. 
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There  is  virtually  no  discussion  of  the  sexual  adjustment     of  women  and 
homosexuals.    .Qnly  one  study  was  found,  pubLishe^.  in  I9A0,  concerning  sex  and  the 
disabled  woman,  and  one  article  written  in  1973  discussed  the  disabled  homosexual. 
Writings  on  sexual  adjustment,   for  the  most    part,    have    not     dealt  with  psycho- 
social factors  as  contributors  to  maiad just men t .     Most  articles  deal  with  marrtage 
.  situations^  the  ^^a^umption  is     that  the  handicapped  individual  will  have  no  trouble 
obtaining  partners,  while  this  may  in  fact  be  the  essential  problem. 
The  Disabled  Adult  as       Parent.  —  Few  articles  discuss  positive  aspects  a  disabled 
member  may  bring  to  a  family.     It  has  been  hinted  that  children  of  f^mille,s  where 
one  of. the  partners  is' disabled  ma.^  have  mbre  mature  personalities  and  closc^r  re- 
lationships  to  their  parents  than  other  children.     Tt^as  been  established  that 
children  are  not  affe'bted  by  the  presence    of    a  disabled  parent  as  they  are  by  a 
disabled  sibling.     No*studies    are    available  on  this  topic  ajxd  any  conclusions  must 
be  based  on  discussion  and  theory. 

There  are  three  articles  dealing  with  the  blind  mother  and  her  Capacities , 


4S  judged  by  a  casewdrker,  a  child  of  a  blind  moth^,r  and  a  blind  mother  herJ 

i 

They  conclude,  that   the  blind  mot/her  is  quite  able  to  handle  all  situations  and  to 
be  a  competent  mother.  '  But  these  are  descriptive  accounts  rather  then  empirical 
studies. 

DHPEiNDENCY  AND  LONG  TERM  CARE 
Verv  little  of  the   research  deals  with  the     issue  of  whether  the  family 

provides,  the  best  living  situation  for  the  disabled  individual.     Generally  it"  seems 
to  be  asH^amed  that   relationships  should  be  worked  out  within  the  family,  which 
appears  at  present   to  ^e  a  main  resource  for  care  of  the  handicapped.     Yet   it  mi\k  ^ 
not   bi*^  best   for  some  disabled  (o   live    with  lamilU»H. 
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We  refer  to  long-term  care  as  care   provided    the  most  severely  handicapped 
over  a  period  longer  than  6  njonths,   in  which  some  deg^ca^  of  supervision  is  required. 
This  distinguishes  the  need  for  long-term  care  from  chronic  illness  and  severe 
handicap  by  virtue        the  requirement  /or  supervision.     A  paraplegic  may  have  long- 
term  medical  needs,  may  require  periodic  counseling  throughout 'life,  or  may  re- 
quire periodic  assistance  in  mobility  or  housing  relocation  but  may  not  be  basically 
in  need  of  supervision.    ^A  severely  retarded  person;,  a  chronic  schizophrenic,  a 

7  k 

senile  elderly  person,   all  may  not  have  physical  Ampairments  as  extensive  as  the 
paraplegic  but  may  require  care   and  supervision. 

Most  of  the  institutionalized  population,  especially  those  in  nursing  homes, 
psychiatric  facilities,  and  retardation  institutions  are  the  long-term  care  targets. 
Some  studies  have  suggested  that  many  of  these  raej'sons  could  be  placed  in  community 
settings  or  group  care  settings  with  less  exp^^ive  medical  and  other  specialized 
components.     For  the  most  part,  these  alternative  settings  do  not  exist.*  Many  of 
the  financial  incentives  for  these  settings  are  inferior  to  the  incentives   for,  say, 
nursing  homes,  which  are  reimbursed  under  Medicaid.     In  the  long-term  care  area 
there  is  movement  to  expand  home  care  options  as  a  hoped-for  offset  to  the  growing 
expenditures  in  long-term  care,  especially  in  nursing  homes.     Our  analysis  suggests 
that  while  such  expansion  is  desirable,   it  is  not  likely  to  bring  about  savings  ^ 
in  public  funds.  yf"^ 

r       \  '  ■ 

There  are  studies  which  purport  to  show  that  many  "persons  in  institutions 
ar^  there  "inappropriately,"  a  term  which  seems  to  meap  that  they  could,  be  in 
some  otber  level  of  care.     These  studies  do  not  show  the  extent  to  which  there  are 
persons  in  the  community  who  noed  or  could  use  some  level  of  in-home  services.  Sjl 
Studies  conducted  by  the  Urban  InstitL|^e  into  the  matter  indicate  that  persons 
in  tWe  community  now  have  their  cure    needs    met,*  if  at  all,  solelv  from  intormal 
means,  often  from  non-Iamily  membiTH  who  [jrovide  the  cart?,  sucii  as  it   is,  without 
paymen  t .  \ 
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For  the  most  part,  vocational  rehabilitation  has  not  had  a  role  in  providing 
for  person^  in  need  of  long-term  care,  owing  largely  to  the  limited  employment  po-  . 
tential  of  those  persons.     Some  studies  have,  however,  suggested  that  rehabilita- 
tion couIB^  have  a  major  impact    on    the  population  in  need  of  long-term  care. 

In  1962  the  New  Jersey  Rehabilitation  Commission  developed  a  year  demo^nstra-* 

tion  project  in  Essex  County  providing  rehabilitation  services  tf^> vocationally 

25 

infeasible  clients  in  two  rehabilitation  centers     and  in  two  nursing  homes. 
The  sample  included  hemiplegics,  paraplegics  and  quadriplegics,  amputee^,  and 
persons  with  mulfiple  sclerosis,  whose  average  age  was  60.1  years.     Of  these  served, 
22  went  to  Vocational  Rehabilitation,  56  achieved  independent  living  status,  11 
died,  18  were  unable  to  achieve  independent  living,  and  2  were  still  in  process 
at  the   end    ^f  the  program.     A  summary  of  the  cases  and  outcomes  is  given  below. 

1.  Mrs.  R-  had  been  in  a  nursing  home  since  1963  with  a  diagnosis  of  a 

fractured  hip.     In  October  1966,   the  Independent  Living  Rehabilitation  (ILR)  Project 

bought  two  pairs  of  shoes  with  uplifts  at  a  cg^t  of  $108.     She  vt>^a8  moved  to  a 

boarding  home.     This  had  resulted  in  a  saving  to  the  welfare  board  of  $204  a  month. 

^  ...  ■     -  •  ^ 

The  nursing  home  records  do  not  record  at  v/H^^^^ttit  these  shoes  might  have  served 

the  same  purpose  as  they  are  now  serving  with  the  resultant  savings, 

2.  Mr.  W.  a  left  hemiplegia  in  a  nursing  home  since  1966,  was  sent  to  a 
rehabilitation  center  for  6  weeks  in  February  1967  and  discharged  from  there 
directly  to  a  boarding  home.     The  cost  to  the  Commission  was  $1,823,     The  savings 
since  1967  are  at    the    rate  of  $204  a  month.  ^ 

3.  Mr.  D.  ^had  been  in  a  nursing  home  since  March  1965  with  diagnosis  of 
cerebral  vascular  accident.     When  he  was  picked  up  for  service,  he  received  6  weeks 
of  outpatit'nt  service  in  a  rehabilitation  center,    then  moved  to  a  boarding  home. 
The  total  cost  to  the  project  was  $399,  and  the  savings  are  at  the  rate  of  $204  a 
month.  V 
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A.^  Mrs.  R.  a  52-year-old  woman  had  been  in  the  City  Nursing  Home  since  March 
196A  with  a  diagnosed  disability  of  a  bilateral  amputation  due     to  diabetic  gangrene. 
Counselor  learned  that  a  sister  would  be  able  to  talje  her  home  if  she  could  be 
independent.     Mrs.  R.  was  taught  to  give  herself  insulin  shots,  and  a  wheelchair 
was  provided.     No  cost  was  involved  because  the  wheelcha:^r  had  been  returned  to 
the  prpject  due  to  the  death  of  another  client. 

Mrs.  R.  was  trained  in  .the  nursing  home  in  the  use  of  the  wheelchair  and 
was  released  to  her  sister^s  home.     She  hare    been  there  since  March  1966.     The  cost 
to  the  project  was  nil  '^and  savings  to  the  welfare  board  were  at  the  rate  of  $175 
a  month.  ^ 

5.     Mr.  v.,  a  AO-year-old  man  was  in  a  nursing  home  for  6  months  in  the  latter 

part  of  1965  with  a  bilateral  amputation  due  to  frostbite.     He  was  apt  accepted  for 

VR  due  to  a  questionable  vocational  goal.     A  prosthesis  wa^  provided  at  a  cost  of 

$320,  and  the  man  was  discharged  to  a  boarding  home,  \*lth  a  savings  of  $175  a  month 

to  the  welfare  board.  *\i 

A  1975  Massachusetts  study  of  Community-Based  Maintenance  ''Care  for  the  Long- 
2  6 

Te  rm  Care  Patient      reported  on  201  elderly  and  disabled  persons  admitted  to  tour 
cooperating  medical  institutions;     Barthel  scores  were  calculated  at  admission, 
discharge,  and  at  two-week  followup  intervals   for  three  months.     The     mean  age  of 
discharged  patients  was  70;  one-third  were  married  at     time  of     admission.  Almost 
half  had  neurological  impairments.     The  admission  Barthel  was  a  good  predictor\^f 
discharge  status  to  commupity  or  nursing. 


.  26.  G.  Eggert,  C.  Granger,  R.  Morris  and  S.  Pendleton,  "Tri-State  Regional 
Medica]  Program,'^  mimeo,  January  1975. 
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The  single  measure  which  st:^ongly  predicted  measure  o'f  discharge  status  was 
family  support,  which  alone  accounted  for  65  percent  of  the  variation  in  discharge 
starus.     They  used  a  foui^-point  scale  to  register  family  support:     Intact,  Limited 
(unwilling  to  help  2A  hours  a  day).  Helper  Needed  (other  than  family  member  requiredX 
or  Null  (family  unable  to  cope  or  no  family). 

Self-care  ability  was  \he  second  strongest  variable,  and  financial  status, 
was  third.     Other  variables  contributed  little  to  , the  outcome.     It  is  enhancement 
in  self-care  status  that  rehabilitation  can  most    influence    both  in  medical  institu- 
tions and  ^in    the  community.     Services  in  this  regard  are  Activities  of  Daily 
Living  Services*  or  Personal  Care  Services.     These  include:     help  ii^  bathing,  dres- 
sing,  toileting,  housekeeping,  transportation  (escort),  shopping  and  the  like. 
In  6A  of  69  cases,   the  family  provided  the  services,  whereas  only  11     cases  had 
community  agencies  and  2  had  them  providecjr  by  non^relatives .     The  community  simply 
was    not  providing  the  services.     The  reason  was  probably  lack  of  funding.  Over 
the  followup  period,  about  two-dfchirds  of  the  discharge  community  patients  used  the 
services.     Medical/professional  services  were  lees    used.      Household  services  averagec 
16;8  hours  per  week  for  an  average  cost  of  care  ^f  $72  per  w^ek. 

The  mean  time  per  patient  for  all  personnel — doctors,  social  workers,  etc. — 
was  6. A  hours  and  ranged  from  0.8  to  28.5  hours.     At  this  average,   it  seems  fewer 
persons  could  be  sent   to  nursing  homes  for  about  2  days  of  homemakers  per  week 
and  6  hours  of  planning  at  the  hospital—if  funds  and  services  are  available. 

One  of   the  primary  p-roblems  with  the  allocation  of  long-term  care  is  tlie  la^k 
of  a  gate-keeping  mechanism  other  than  physician  prescription  and  eligibility  for 
the  Medicaid  program.     Dunlop  has  estimated  that  a  significant  portion  of   the  t 
persons  receiving  long-term  care  need,  to  change  care  settings  to  match  their  needs. 
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but  few 'are  without  need  for  some  level  of  care.   .     A  few  in  institutions  could  be 
at  home,  and  a  few  at  home  should  be  in  institutions.     Speaking  only  about  the 
elderly,  about  25  percent  need  some  level  of  long-term  care  (5  million)  but  1.7 
million  are  receiving  adequate  informal  care.     Of  this  3.3  million,  1.3  million 
require  nursing  and  other  supportive  services  at  home,  1.2  million  would  be  in 
congregate  facilities,  about  a  half-million  need  nursing  care,  and  60,000  would 
require  intensive  nursing  care. 

To  a  large  measure,  doci^^l  rather  than    purely   medical  needs  determine  utiliza- 

tion  of  formal  long-term  care.     In  one  study,  only  about  one-third  of  the  nursing 

tj  «  ^  • 

home  population  of  persons  over  80  were  admitt?fed  for  purely  medical  reasons.  One 

of  the    key    determinants  of  staying  out  of  an  institution  is  the  presence  of  a 

family  member  willing  and  able  to  provide  care.     The  bulk  of  those  in  nursing 

homes  are  without  family,  and  usually  without  financial  resources. 

This  suggests  a  .role  for  Vocational  Rehabilitation  in  an  independent  living 

program  which  could  be  tied  to  developments  in  Medicaid  or  Health  Insurance.  A 

rehabilitation  role  which  could  be  mo'deled  after  the  SSI  and  beneficiary  programs 

would  permit  adequate  funding  of  services  to  keep  persons  in  the  least  ii^tensive 

settings  appropriate  thfrough  rehabilitation  services  and  screening.     For  the  young 

in  such  facilities,  promise  of  eventually  becoming  more* self-sufficient  could  be 

offered.     For    the    very  old,  some  ability  to  live  in  more  homelike  settings  might 

be  possible.     If  expansion  of  VR  into  only  one  area  were  to  be  the  effort,  this 

should  be  a  key  option. 


27.     B.  Di^lop,  **Long-Term  fare:     Need  Versus  Utilization,**  Working  Paper 
975-05,  The  Urban  Institute,  Washington,  1975. 


9     Chapter  10 
ARCHITECTURAL  BARRIERS 

One  of  the  greatest  concerns  of  disabled  persons  is"  getting  from  one  plac^ 
to  another.  'Without  the  ability  to  get  from  Point  A  to  Point  B,  the  individual 
may  be  left  in  an  unsatisfactory  situation,  may  lack  needed  assistance,  or  even 
be  left  in  danger,  which  could  have  been  prevented  had  the  bamiers  not  been 

present.      When  bathrooms  are  too  narrow  for  persons  in  wheelchairs,  or  flights 

Q 

of  steps  are  not  negotiable,  or  access  to  public  transportation  is  impossible  be- 
^  '  1  ' 

cause  of  the  distance  from  the  ground  to  the  vehicle,  the  impaired  person  is 

faced  with  humiliation,  frustration  and,  often,  reduced  opportunities  for  gain- 
ful  employment  or  independent  living. 

Some  barriers  faced  by  the  Impaired  suggest  the  barriers  faced  by  us  all. 
^  testimony  before  the  Senate  Committiee  on  Aging,  witness  after  witness  pointed 
out  that  design  features  which  hamper  a  person  in  a  wheelchair  also  hamper 
children,  pregnant  women,  and  persons  carrying  packages  or  pushing  carriages^ 
Examples  of  common  barriers  not  obvious  fo  able-bodied  -^dults  who  can  reaHil:^ 
negotiate  them  are  drinking  fountains  arid  telephones  too  high  for  the  handicapped 
to  reach,  curbs  where  ramps  would  demand  steps  which  limit  acpss  to  public 
buildings  for  many  of  the  handicapped. 

In  a  1971  conference  on  the  disabled  held  In  Scotland,  one  British  archi- 
tect and  city  planner  made  thq  observation  that  virtually  every  building  with  a 
life  expectancy  of  30  to  40  years  will  be  occupied  a  considerable  portion  of  the 
time  by  a  person  with  a  nobility  limitation,    l^ile  this  was  obvious  once  said, 
it  brought  a  shock  of  recognition  to  the  conference.  Most  architectural  barriers 
surround  Our  environment  because  the  design  prtjfeseions  incorrectly  assume 
that  everyone  is  able-boSied,  and  that  their  design  criteria  suit  the  bulk 
of  the  population. 
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Types  of  Barriers 

Architec|:ural  barriers  can  be  described  as  those  which  impedie  mobility  or 
activity  in  the  residence  and  living  space,  the  work  space,  and  public  places, 
including  recreational  areas.    Barriers  in  the  home  are  often  severe  Impediments 
for'^the  handicapped. 

4 

Consider,  for  example,  a  newly  handicapped  paraplegic  or  a  person  te-' 
turning  home  from  a  severe  coronary  episode.     Stairs  suddenly  become  an  insur- 
mountable problem.    The  bathroom  door  is  likely  to  be  too  narrow  to  get  a 
wheelchair  through.     The  cherished  front  porch  now  needs  a  tamp.    The  stove 
and  sink,  are  too  high  to  reach.    The  remedies  will  require  remodeling  of  the 
home  or  relocation  of  the  family  to  another  setting. 

Work  place  barriers  are  similar,  but  the  problems  are  compounded  by 
the  effect  modifications  may  have  on  other  workers  and  the  question  of  who 
should  pay  for  changes.    Public  places  are  often  inaccessible  to  the  handi- 
capped because  of  stairs.  Recreational  areas  are  often  without  guides  for  the, 
blind  or  without  proper  pathways  for  persons  in  wheelchairs. 

Local  governments  have  made  very  limited  efforts  to  eliminate  architec- 
tural barriers  in  public  buildings  and  facilities.  In  fact,  the  great  majority 
of  the  Nation's  cities  have  not  initiated  any  programs  designed  to  eliminate 
these  barriers  to  the  handicapped.     Lack  of  apparent  need  is  the  primary  reason 
given  by  about  40  percent  of  the  city  officials  and  30  percent  of  the  county 
officials  for  the  absence  of  programs  designed  to  make  public  buildings  acces- 
sible to  and  usable  by  the  physically  handicapped."^    The  second  most  frequently 
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1.    M.  Baker,  M.  A.  Fischetti,  L.  A.  Williams  and  E.  M.  Young,  State  and 
Local  Efforts  to  Eliminate  Architectural  Barriers  to  the  Handicapped,  (Washington: 
Rations?  League  of  Cities,  Department  of  Urban  Stu^ie?,  1974),  p.  2.     Ii>  response 
to  questionnaires  sent  to  379  cities  and  towns  and  to  272  counties,  only  95 
cities  and  42  counties  reported  local  efforts  to  eliminate  barriers. 
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given  reason  is  "the  absence  of  a  legal  requirement."      It  may  >e  thac  the 
majority  of  the  people  in  this' country  are  aware  of,  but  not  particularly  con- 
cemed  about,  the  problem  of  architectural  barriers  to  the  handicapped. 
Effects  of' Barriers  ' 

Besides  being  completely  barred  from  many  activities  they  could  otherwise 
engage  in,  the  disabled  are  constantly  frustrated  by  a  myriad  of  inconveniences: 
telephones  and  water  fountains  that  are  just  out  of  reach,  and  too-narrow  aisles 
in  theaters,  stadiums,  restaurants,  and  other  public  gathering  places.  Architec- 
tural barriers,  then,  affect  all  aspects  of  living  and  all  ages  of  the  severely 

'         %  3  ' 

handicapped,  as  the  following  examples  illustrate: 

-  Kitchen  equipment  which  malces  it  difficult  and  sometimes 
Impossible  for  .handicapped  persons  to  carry  out  their 
homemaking  responsibilities.  " 

-  The  thoughtlessly  designed  school  and  playground  which 
make  it  necessary  for  the  handicapped  young  'to  be  educated 
separately  and  lose  contact  with  their  nonhandicapped  friends. 

-  Steps  which  prevent  the  arthritic  old  woman  from? going  to 
her  church  for  the  spiritual  and  social  satisfaction  it 

gave  her  when  she  was  able-bodied.  • 


Our  survey. of  individuals  ^rejected  from  Vocational  Rehabilitation  because 
bf  the  severity  of  their  handicap  showed  that  10.5  percent  moved  to  another  house 
or  apartment  S9  that  they  c^d  get  around  better.     Indeed,  architectura^  barrier  £ 
can  make  the  severely  handicapped  prisoners  in  their  own  homes.    This  point  is 


2.,    Ibid.  J  J 

3.    National  Citizens  Conference  on  Rehabilitation  of  the  Disabled  and 

Disadv^taged,  U.S.  Department  of  Health,  Education,  and  Welfare,  Social  and 

Rehabilitation  Service,  Washington,  D.C. 
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made  clear  by  Table  10-1,  which  lists  the  kinds  ^of  things  which  are  difficult 

< 

or  impossible  for  the  severely  handicapped  individual  because  of  such  barriers. 
One  hundred  forty-three  Individuals  reported  house  barriers  in  the  survey. 
Table  10-1  gives  the  nixmber  and  percent  of  that  total  with  specific  house  barrier 
problems. 

Table  10-1 


Problems-  Caused  by  House  Barriers,  VR  Sample 


Number  of 

Problem 

Responises 

Percent 

Getting  in  or  out  of  residence 

"  65 

45.4 

Moving  from  room  to  room 

59 

41.2 

Getting  from  door  to  street 

'  66 

46.1 

Doing  homemaking  activitieia 

41' 

28.6 

Bathing 

45 

31.4 

Toilet 

30 

25.8 

Grooming  ^ 

25 

17 '4 

Other 

■  4 

19 

13.2 

1,     Percentage  totals  exceed  100  percent  because  clients  may  deal  with 
*  more  than  one  barrier. 

The  first  point  that  Table  10-1,  illustrates  is  the  wide  range  of  problems 
caused  by  house  barriers — from  moving  between  rooms  to  grooming.    The  most* 
frequently  cited  were  getting  from  door  to  stree(t  (46  p^c^nt)  ,  followed  by 
getting  in  or  out  of  residence  (45  percent),  and  moving  firom  room  to  room  (41 
percent)  •  After  these  prob-lems,  a  number  of  others  related  toVcarrying  out 
the  activities  of  daily  living  (e.g.,  homemaking,  bathing)  are  clo6ely  bunched 
together.  ^  .  ^ 

According  to  the  survey  results,  16  percent  of  the  sample  currently' has 
difficulty  in  living  in  or  getting  arouiid  their  residence  be^kuse  of  architec- 
tural  barriers  such  as  stairs  anH  narrow  doorways.  The  reasons  these  barriers 
»        have  not  been  removed  are  listed  in  Table  10-2. 
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Table  10-2  \     '  . 

Reasons  Why  Barriers  Were  Not  Removed \vR  Sample^ 

Number  of 

Reason  ^  Responses       Percent  2^/ 


Problem  devieloped  only  recently 

1 

0.6 

Cost  of  changed  too  high 

87 

60.0 

Agency  refused  to  pay  for  changes 

3 

2.0 

Do  not  know  how  or  where  to  get  help 

11 

7.0 

Project  (changes)  too  large 

36 

25.0 

Haven't  gotten  around  .to  it 

2 

1.3 

Problems  are  minor 

14 

9.7 

Other 

38 

26.5 

Don' t  know 

1 

>  0.6 

1.  For  similar  Information  on  the  CMRC  population,  see  chapter  on  that  survey 

2.  Percentage  totals  exceed  100  percent  because  clients  may  have  cited  more 
than  one  reason.  ^ 

Other  reasons  cited  which  are  generally  cost-related  Include  "project  or ^hanges 
are  too  large"  (25  percent)  and  "agency  refused  to  pay  :^r  changes"  (2  percent). 
Reasons  other  than  costs  Included  lack  of  knowledge  as^o  how  or  where  to  gjet 
help  (7  percent),  and  that  the  problem  was  minor  (10  percent). 

Those  Individuals  who  reported  moving  In  order  to  escape  from  residential 
barriers  cfted  several  types  of  facilities  In  the  new  residence  which  reduced 
barriers.  ^  '  ^ 

Table  10-3 


Facilities  of  New  Residence  Which  Removed  Barriers, 
VR  Sample.  Who  Moved  to  Esca(pe  ^^rlers 


Number  of 


Facilities 

\ 

Elevators 
Ramps 

On  ground  floor,  no  stairs 

Wider  doorways 

Needed  appliances  present 

(vasher,  dryer,  disposal,  etc.) 
Other  ^ 


Responses 

Percent 

13 

13.9 

.•  11^ 

11.8 

•  71 

76.0 

29 

31.0 

16 

»  '17.2 

24 

25.8 

1.    Percentage  totals  may  exceed  100  percent  because  clients'  resijij^ces 
may  have  removed  more  than  one  barrier. 
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As  Table  10-3  indicates,  76  percent  of  those  who  moved  had  a  new  living 
arrangement  which  was  without  stairs  or  on*  the  ground  floor  of  their  new  home. 
This  factor  was  far  and  away  the  leading  variable.     The  next  most  frequent 
single  factor  cited  was  wiAer^ doorways^ (31  percent),  followed  by  appliances 
(17  percent)  and  elevators  (14  percent). 

Our  survey  of  providers  of  rehabilitation  services  asked  that  sample  to 
indicate  the  extent  of  their  agreement  that  certain  services  would  effectively 
assist  the*  severeLy  handicapped  in  a  rehabilitation  for  independent  living 
program.  Almost  all  of  these  provide]^  (96  percent)  agreed  that  home  modifi- 
cations would  be  important.     However,  only  5  percent  of  such  respondents  were 
actually  engaged  in  providing  home  modification  services.     In  the  same  survey, 
89  .percent  of  the  rehabilitation  providers  agreed  that  "lack  of  barrier-free 
housing"  was  a  significant  problem  for  the  severely  handicapped.    Only  two 
other  problems  on  the  list  of  potential  impediments  were  agNs^ed  to  by  a  higher 
percentage  of  providers.    Interestingly,  both  of  those  were  also  barrier  prob- 
lems-— "lack  of  barrier-free  employment  settings"  (9^0  percent)  and  "lack  of  us- 
able transportation"  (93  percent) . 
Standards -to  Eliminate  Barriers 

In  1958,  an  ad  hoc  group  of  th^  President's  Coii^mittee  on  Emplojrment  of 
the  Handicapped  (PCEH) ,  with  the  help  of  the  Veterans  Administration,  drafted 
a  guide  on  facilities  needed  to  enable  the  handicapped  to  enter  and  use  public 
buildings.     The  ^iUj^S.  Department  of  Labor  printed  this  guide  and 

V  _  ^ 

sent  copies  to  all  State  employment  agencies.    A  year  later  a  special  Committee 

I 

<3 

of  the  American  National' Standards  Institute  (ANSI),  sponsored  by  the  PCEH  and 
the  National  Easter  Seal  Society  for  Crippled  Children  and  Adults,  called  a 
national  conference  of  professions,  trade  associations,  and  other  organizations 
concerned  with  the  problem  to  meet  with  the  Federal  Government. 
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\         Aa  an  outcome  of  this  conference  and  research  at  the  University  of  Illinois 
ANSI  in  1961  published  Making  Buildings  and  Facilities  Acc;^ssible  to  and  ^^^^^ 

ifehe  Physically  Handicapped/  This  standard  specifies  the  minljnuni  require^nts 
and  working  details  for  features  such  as  walkways,  parking  spaces,  ramps,  stairs, 
floor  surfacing,  mirrors,  water  fountains,  public  telephones,  control  identifica-  v. 

5  ^ 
tion,  and  warning  signals.  % 

According  to  a  report  by  the  National  Commission  on  Architectural  Barriers 

•a  * 

to  Rehabilitation  of  the  Handicapped  (NCAB)  to  the  Secretary  of  Health,  Education 
and  Welfare  in  1967,  "...the  Commission,  in  j^ommpn  with  other  authorities  who  have 
studied  and  used  the  standards,  has  found  that  compliance  with  the  standards  is 
neither  excessively  demanding  nor  costly.  ^ 

According  to  the  NCAB,  as  of  1967  "...44  States  have  taken  some  kind  of  for- 
mal or  legal  action  requiring  that  public  buildings  (and  in  a  few  cases  private 
ones  as  well)  be  made  accessible  to  the  whole  public.    Action  to  eliminate  archi- 
tectural barriers  is  also  reported  by  95  cities  with  population  of  50,000  and  ovef 



and  by  42  metropolitan  counties." 

A  1967  study  of  architects  i^^vealed  that  60  percent  were^f amiliar  with  the 
/ 

term  "architectural  barriers,"  65  percent  were  not  familiar  with  ANSI  specifications, 

4.  American  National  Standards  Institute,  American  National  Standad  Speci- 
fications to  Make  Buildi?ngs  and  Facilities  Accessible  to  and  Usable  by  the  Physi- 
cally Handicapped  (New  York:  The  Institute,  1961). 

5.  A  broad  updated  review  on  the  subject  of  removing  architectural 
"barriers,  including  40  selected  bibliographies,  is  one  prepared  by  R.  Lauder, 
The/Goal  is  Mobility  (DHEW,  1169).     The  Depa^rtment  of  Housing  and  Urban  Develop- 
ment also  has  studied  the  subject  and  provided  guidelines  using  many  of  the 
same  criteria  as  the  ANSI  for  design  of  barrier-free  housing  and  rehabilitation 
facilities.     For  example.  Housing  for  the  Physically  Impaired:    A  Guide  for 
Planning  and  Design,  (DHUD,  1968);  and  T.  K.  PitzPatrick,  Selected  Rehabilitation 

'  Facilities  in  the  United  States  (DHE*,  1971). 

6^    Design  for  All  Americans,  a  report  of  the  National  Commission  on  Archi- 
tectural Barriers  to  Rehabilitation  of  the    Handicapped  (QHEW,  1968),  p. 9. 
^       7.    lb  id  4 ,  p.  5. 


2o0 


249 


and  66  percent  were  not  aware  of  the  legal  requirements  of  their  State  and 

^  8 
local  governments        provide:  accessibility^  to  the  handicapped. 

As  of  ^967,  3  percent  of  278  cities  and  4  percent  of  124  counties  sur- 


veyed  In  the  United  States  had  adopted  or  developed  building  codes  to  meet 

9 

the  requirements  for  a  barrier-free  environment. 

^ The  NCAB  found  that  even  at  the  Federal  level,  where  requirements  are 
specified  and  construction  grants  for  making  buildings  accessible  for  all 
people  exist,  "...new  buildings  continue  to  be  constructed  with  unnecessary 
barriers,  and  too  many  renovations  of  existing  buildings  leave  many  barriers 
untouched.**  Out  of  5,000  buildings  owned  by  the  Federal  Government,  only  71 
were  free  of  barriers  in  the  period  January  1966  to  JuneM967.^^  ' 
Laws  Against  Barriers 

Even  though,  as  of  1967,  almost  all  States  had  passed  laws  or  taken  offi- 
cial  action  with  respect  to  removal  of  barriers,  the  Commission  found  their 
action  to  be  **both  vague  and  weak.*'    Only  six  States  specified  what  they  meant 
by  accessibility,  and  only  nine  had ^enforcement  provisions.  In  three  States 
the  laW  applied  only  to  State-owned  building^,  and  in  almost  all  cases  the 
law  applied  only  to  new  publicly  owned  structures.     Only  in  three  States  did 

'     '      '  11 

the  law  apply  to  those  privately  constructed. 

Public  Law  90-480,  the  Architectural  Barriers  Act  of  1968,  requires  that 
all  Federal  structures  as  well  as  those  'financially  assisted  with  Federal  funds 
be  made  accessible  to  t^e  handicapped.  The  law  also  stipulates  that  when  public 
structures  undergo  extensi\&e  altei^ations,  the  elimination  of  barriers  shall 


8.  Ibid. ,  p.  40. 

9.  Ibid. 

10.  Ibid.,  p.  9. 

11.  Ibid.,  p.  9. 
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be  included  as  part  of  the  work.  Among  the  barriers  to  be  modified  are  stairs, 
elevator  buttons,  narrow  doorways,  revolving  doors,  inadequate, restroom  facili- 
ties,  and  location  of  telephones  and  water  fountains. 

The  provisions  of  P.L.  90-480  as  amended  by  P.L.  91-205,  appear  to  be 
weakly  enforced  partly  because  some  of  its  language  permits  large  loopholes. 
In  addition,  the  law  is  primarily  relevant  to  Federal  buildings,  while  the 
bulk  of  public  buildings  are  State  and  local  structures.    However,  it  is  now 
generally  recognized  that  the  biggest  problem  area  with  respect  tp  architectural 
barrier  laws  is  that  of  compliance. 

Section  502  of  the  Rehabilitation  Act  of  1973  created  the  Architectural  and 

a. 

Transportation  Barriers  Compliance  Board.    A  major  purpose  of  the  Boa^  is  to 
ensure  compliance  with  Public  Laws  mandating  accessibility  and  usability  of  the 
man-made  environment  by  the  handicapped  and  elderly.    Many  of  the  handicapped 
'  look  to  the  Board  with  great  expectation  that  its  potential  for  enforcement  of 
compliance  requirements  will  be  fulfilled.     As  of  this  writing  it  is  difficult 
to  measure  the  impact  of  the  Board'  in  preventing  barriers,  given  its  lack  of 
sanctioning  authority,  and  funding  and  staff  limitations. 

In  the  early  1960s,  HEW  funded  two  surveys  to  determine  the  degree  to  which 
public  buildings  are  accessible  and  usable.     The  first  project  was  undertaken 
by  the  Mlimesota  Society  for  Crippled  Children  and  Adults,  which  surveyed  483 
public  buildings  of  a  number  of  types  to  ascertain  the  incidence  of  various  kinds 
of  architectural  barriers.  The  National  Society  then  applied  for  and  received 

a  grant  to  conduct  a  sirallar  survey  on  a^national- scale,  which  ultimately  covered 

12  * 
5,010  buildings  filling  into  14  categories.      The  Minnesota  study  concludes' 

"       12'^    Governmental,  office,  industrial,  restaurant,  travel  facility,  mer- 
chandising, service,  hotel  and  motel,  apartment,  religious,  oducational ,  health 
and  medicine^  cultural,  and  recreational  and  sports. 
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that  architectural  barriers    ar^  so  self-evident  that  statistical  documentation 

13 

of  tPhe  problem  Is  for  the  most  part  superfluous. 

To  our  knowledge  tfiere  has  only  been  one  study  In  which  recently  constructed 
buildings  were  actually  surveyed  to  determine  how  well  they  compiled  with  appli- 
cable architectural  barrier  laws.    This  study,  titled  Accessibility  —  The  Law 
and  The  Reality, was  conducted  as  a  joint  venture  by  the  Easter  Seal  Socletj^ 
for  Crippled  Children  and  Adults  of  Iowa,  the  Iowa  Governor's  Committee  on  \ 
Btaployment,  and  the  Iowa  Chapter  of  the  American  Instltifte  of  Architects. 
Teams  consisting  of  an  architect,  a  person  In  a  wheelchair,  and  a  recorder 
surveyed  34--bulldlng8.  built  since  1968  which  were  financed  at  least  In  part 
with  Federal  funds  and  thus  were  covered  by  the  provisions  of  P.L.  90-A80, 

The  survey  found  that  while  some  of  the  standards  (such  as  the  one  setting 
minimum  door,  widths)  were  virtually  always  compiled  with,  there  was  a  substantial 
degree  ofl  noncompliance  with  others;  more  than  a  third  of  the  buildings  surveyed 
did  not /have  accessible  drinking  fountains,  for  example.     In  Nummary,  '^although 
there  have  been  great  Improvements  made  as  a  result  of  the  law,  too  many  defi- 
ciencies were  noted  to  Judge  the  majority  of  projects  built  under  the  law  fully 

^  15 
accessible." 

Need  to  Improve  Standards 

^  The  Iowa  study  found  that  the  fact  that  many  of  the  buildings  surveyed 
were  not  fully  accessible  was  due  not  o^y  to  noncompliance  with  the  standards 
of  accessibility  but  also  to  inadequacies  in  the  ANSI  standards  themselves 


•  13.     A  survey  is  now  being  conducted  by  the  Center  for  Handicapped  Children 
atid  the  Public  Interest  Research  Group  in  the  District  of  Columbia  to  determine 
which  public  buildings  may  present  architectural  barriers  to  handicapped  visitors 
during  the  Bicentennial  events  of  1976.^ 

lA.  Acceaslblllty — The  Law  and  the  Reality  (The  Easter  Seal  Society  for 
Crippled  Children  and  Adults  of  Iowa,  Inc.,  The  Iowa  Governor's  Committee  on 
Baployment,  and  The  loua  Chapter  of  the  American  Institute  of  Architects,  1974). 

15.     Ibid. ,  p.  15. 
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The  Federal  standards  under  discussion  are  virtually  Identical  to  the  American 
National  Standards  Specifications  for  Making  Buildings  and  Facilities  Accessible 
,     to,  and  Unable  bV,  the  Physically  Handicapped,   so  this  finding  is^'of  profound 
significantie  in  view  of  the  enormous  vieight  given  to  these  specifications  in 
the  architectural  barrier  field.     Some  of  the  omissions  and  deficiencies  reported 
in  the  Iowa  study  are  the  following: 

^  -  The  section  on  doors  does  not  set/a  limit  on  the  force  ^ 

required  to  open  a  door  (>the  phrase  "operable  by  a  single 
effort"  is  used,  but  what  this  means  is  unclear),  nor  does 
it  set  minimums  for  clearances  between  doors  that  are  in 
series,  as  in  th^  entrance  to  a  restroom. 

-  The  standards  relating  to  elevators  are  vague  and  ambigu- 
ous; minimum  plarforra  dimensions  are  not  set  forth  (except 
perhaps  inf erentially) ;  and  no  mention  is  made  of  the 
location  of  controls. 

-The  toilet  room  specifications  are  inadequate  in  several 
respects . 

-  No  mention  is  made  of  measures  to  accommodate  wheelchairs 

in  places  of  assembly.  '  ^ 

-  Discussion  of  wheelchair  curb  ramps  is  relegated  to  a  • 
rather  hard- to-under stand  footnote. 

A  more  fundamental  criticism  is  leveled  at  the  American  Standard  Specifi- 
cations by  Selwyn  Goldsmith,  who  contends  that  they  are  oriented  primarily 
to  the  needs  of  independent  wheelchair  users,   sometimes  to  the  disadvantage 
of  those  who  need  assistance.     He  suggests  that  this  is  related  to  the  fact 
that  independent  wheelchair  users  are  more  likely  to  be  able  to "contribute 
materially  to  society. 

What  appears  called  for,  however,  is  a  thorough  reevaluation  and^  revision 
of  the  American  Standard  Specifications.  Such  a  project,  funded  by  the  Department 
of  Housing  and  Urban  Development,  is  presently  under  way  at  Syracuse  University 
under  the  direction  of  Dr.  Edward  Steinfeld. 
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Costs  of. Removing  Barriers 

While  there  may  be  some  question  as  to  the  need  for  further  evidence  of  the 
extent  of  the  archltectuiSal  barrier  problem,  there  can  be  little  doubt  of  the 
need  for  information  about  the  costs  of  remedying  ttte  problem,  particularly  In 
view  of  the  widespread  miaconceptlon  that  the  elimination  of  architectural 
barriers  adds  substantially  to  a  building's  cost.     One  of  the  few  sources  of 

such  Information  is  an  unpublished  report,  "Preparing  Higher  Education 

16  * 
Facilities  for  Handicapped  Students,"    which  gives  is  an  account  o^  th6f  estab- 

r 

llshment  of  the  University  of  Missouri  as  a  regional  university  facility  for 
the  handicapped. 

This  process  included  the  modification  of  administratiVe  procedures ^and 

the  establishment  of  several  special  services,  but  most  relevant  to  our  purpose 

here  is  the  ^gejition  describing  the  comprehensive  program  of  structural  modlflca- 

tlons  undertaken  to  make  the  campus  and  its  buildings  accessible.     Many  of 

these  modif icatione — including  curb  cuts,  ramps,  elevators,  and  modifications 

of  doorways,  restrooms,  and  drinking  fountains — are  discussed  in  detail,  with 

cost  figures  given.     With  f ew Jexceptic«ts,"^^the  coat  of  these  modifications  is 

shown  to  be  comparatively  insignificant. 
i 

As  we  shall  discuss  in  detail  in  the  chapter  reporting  results  of  the 
survey  of  rehabilitation  service  providers,  some  agencies  already  are  offering 
services  to  assist  individuals  with  correctives  to  barriers  in  their  homes 
and  in  their  work  place.     The  Massachusetts  State  VR  agency  is  also  performing 
in  an  advocacy  role  in  working  with  housing  authorities  and  has  supported  State 
legislation  for  barrier  free  housing.    The  agency  is  represented  on  the  State 


16.  Produced  under  a  grant  from  the  U.S.  Office  of  Education. 

17.  The  escceptiona  were  situations  neceoaitating  substantial  changes  in 
levels,  and  thus  requiiing  an  elevator  or  a  very  long  ramp,  either  of  which — 
an  elevator  eapeclally — entaila  considerable  expenae. 

/ 
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Architectural  Barriers  Board  and  seeks        strengthen  enforcement  for  all  new 
construction.     Through  its  own  requirement  that  any  facility  leased  by  VR  or 
utilizing  VR  funds  must  be  barrier-free,  some  further  gains  are  mad'e.     It  is 
largely  undocumented,  but  there  are  stories  of  VR  agencies  in  buildings  inacces- 
sible to  those  in  wheelchairs • 

It  would  be  of  "help  to  many  severely  disabled  individuals  to-  have  a  local 
program  giving  information  on  how  modifications  could  be  made  and  on  types 
of  devices  which  assist  in  performing  various  household  functions.     Such  a 
program  could  Include  assistance  in  finding  barrier-free  housing.     Since  the  i 
bulk  of  the  costs  of  architectural  modifications  is  now  absorbed  by  individuals 
or  famililies,  many  in  the  low  income  brackets,  some  sort  of  financial  assistance 
should  also  be  considered.  / 

On  the  broader  level,  greater  enforcement  of  existing  standards  for  a 
barrier  free  environment^^uld  do  much  to  assist  the  most  severely  handicapped. 
Without  accessible  homes,  offices,  and  public  buildings  and  dreas,  the  probabil- 
ity of  entry  to  the  programs  of  rehabilitation  envisioned  in  Section  130  will 
ba,low. 


ERIC 


^  Chapter  11 

GEOGRAPHIC  MOBILITY  OF  THE  HANDICAPPED 


Geographic  mobility,  the  ability  to  move  one's  place  of  residence  to  sdme- 

where  beyond  a  given  labor  market,  is  oft^n  necessary  to  gain  access  to  special- 

Ijlfed  Jobs  and  educational  opportunities,  to  escape  labor  surplus  areas,  to 

move  along  the  career  ladders  of  large  ^organizations,  or  to  meet  a  variety 

of  personal  and  family  needs;     Inability  to  move,  especially  at  the  age  of 

career  development  and  family  formation,  can' drastically  restrict  one's  life 

.    opportunities.^    Thus  there  is  an  increasing  recognition  of  the  social  value  of 

1  ^ 

relocation  assistance.    The  United  States  is  now  the  only  major  Western  nation 
that  does  not  use  some  form  of  relocation  assistance  to  alleviate  regional 
unemployment.^ 

Many  individuals  who  are  most  severely  handicapped  have  additional  reasons 
to  move.     They  may  require  or  might  benefit  from, conditions  which  exist  in 

a 

only  a  few  locations,  such  as  special  medical,  therapeutic,  or  educational 

services,  sheltered  workshops,  and  Jobs  or  schools  suited  to  their  Individual 

qualifications  and  disab/ilities.     They  may  seeK  a  supportive  social  situation 

and  a  safer,  more  accessible  physical  environment  with  such  aids  to  independent 

living  aa  are  being  created  by  and  for  the  physically  handicapped  in  cities 

» 

such  as  Berkeley,  California. 

The  success  of  such  efforts  has  depended  in  part  upon  the  relocation  of 
handicapped  people  into  the  al^ea,  spontaneously  or  with  the  assistance  of  univer- 
sity services  and  private  organizations.   ^Success  also  requires  building  a  criti- 
cal mass  to  support  the  emergence  of  leadership,  the  demonstration  of  new  approach- 
es, and  the  building  of  public  acceptance  of  the  severely  handicapped  in  daily 
life. 

1      Ppfpr  A.  Morrison  et  al..  Revlew~of  Federal  Programs  to  Alleviate 
Rural  Dei^rlvatlon,  RAND  Publication  No.  R-1651-CF  (RAND,  1974),  p.  32.' 
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Of  the  individuals  in  our  survey  of  persons  rejected  by  the  VR  prd^ran, 
7.8^p€rcent  had  moved  to  another  area  because  of  family  assistance  serv-ices  avail- 
able there,  or  because  they  felt  they  could  live  there  more  independently  than 
at  home.  The  main  reasons  why  these  individuals  moved  are  listed  in  Table  11-1. 

»  Table  11-1 

Reason  for  Moving,  VR  Sample 

RgflSQ"  '  Number  Percent 

Rehabilitation  service  more  available   13  18.5 

Transportation  system  more  accessible    2  2.9 

Subsicfies  and  benefits  better   2  2.9 

Climate  more  suitable   5  7,1 

Jobs  more  available                                                                         .  6  8.5 

Family  assistance  available    2A  34.3 

Desire  to  be  away  from  family   2  2.9^ 

Other  *  '   16  22.9 

Total  .   .   .    70  100. U  - 



As  Table  11-1  indicates,  the  nmjor  reason  for  moving,  cited  by  a  third  of 

\  0 
the  sample,  wasXaesistance  from  family  members,  such  as  parents adult  children. 


and  other  relatives.  Another  principal  reason,  cited  by  nearly  one-fifth  of 
the  sample,  was  the  availability  of  rehabilitation  services.     A  number  of  other 
reasons  are  closely  bunched  at  the  lower  end  of  the  spectrum. 

Sampled  individuals  who  had  not  moved  were  also  asked  whether  they  could 
deal  more  .effectively  v/ith  their  handicap  in  some  other  geographic  location. 
To  that  question,  13.2  percent*  responded  affimately.  The  major  benefit  they 
anticipated  was  a  more  suitable  climate  (e.g.,  one  easing  their  disability), 
and  better  transportation  and  rehabilitation  seVyices.     Although  they  realized' 
the  benefits  they  would  gain  from  such  a  move,  twey  had  not  moved  for  "a  variety 
of  re£3QonQ,  which  can  be  found  in  Table  M~2. 
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Table  11-2 

%y     "  Reasons  for  Not  Moving,  VR  Sample  . 

 ■   ^  -   

Reason 

•    Needed  physical  assistance  to  relocate  •  •  •  •  

Cost  of  .moving  too  high    •  •  

Cost  of  living  too  high  'in  new  location  

.  'Too  difficult  to  make  arrangements  for  moving,  jobs,  etc,^ 

Don't  know  people  in  new  location  •  

\    Good  job  in  p^s^nt  location   

Other  

Don't  know.  ......... •  v/  .  . 

TOTAL 


Number 

Percent 

1 

.8 

46 

36.8 

14 

11.2 

12  , 

9.6 

6 

4.8 

3 

2.4 

41 

32.8 

2 

-  1.6 

.  125 

100.0 

The  most  frequently  mentioned^ reason  for  not  moving,  cited  by  more  than 
a  third  of  those  who  would  llkdtjjto  move,  was  the  cost  Involved,    Other  Important 
reasons  frequently  cited  were^  the  cost  of  llVlhg  in  the  new  area  (11.2  percent) 
and  difficulty  in  making  housing  and  job  arrangements  (9,6  percentf. 

One  probablp^sult  of  Incre/ased  mo*blIlty  by  the  severely  handicapped  would 
,   be  to  Incr^se  their  jiumber  ln,.^^few  densely  populated  areas.    Such  relocation 

could  permit  economies  of  scale  in  providing  services  to  groi^ps  of  the  handl- 

•*       *  « 

capped.    Tl:>ebt^tically,  the  unit  costs  of  urb&  ttrvlces  are  expected  to  rise 
at  very  small  scales  of  operation,  where  the  minimum  viable  facilities  and 
^      sj:aff  are  not  fully  utilized,  and  at  very  large  Scales,  where  Internal  coordina- 
tion becomes  more  costly.    Most  empirical  studies  have  confirmed  the  existence 
of  diseconomies  at  very  small  scale,  the  minimum  efficient  size  varying  widely 

by  type  of  service,  but  some  have  found  nearly  constant  costs  in  the  higher 

2  '  ^  P 

scale  services.  *  ^ 

.  Another  kind  of  scale  economy  must  also  be  considered  in  cases  of  this  ^ 
^kind:    the  feconcmies  are  related  to  the  size  and  ^complexity  of  the  city  or 

~2]    Werner  Z.  Hirsch,  "The  Supply  of  Urban,  Public  Services,"  in  Harvey  S. 
"Perloff  'and  Lowden  Wlngo,  Jr^ ,  Issues  in  U^b^n  Economics  (John's  Hopkins,  Press, 
1968),  pp.  477-525.    ,  '     /   .  . 
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metropolitan  area  in  which  the  service  operates.    Berkeley's  Center  for  Indepen- 
*        3  ' 

dent  Living  (CIL)     for  example,  whiah  operates  as  a  sheltered  workshop  and 
referral  center  in  the  San  Francisco-Oakland  metropolitan  area,  benefits  strongly 
from  the  existence  of  such  services  as  Neighborhood  Legal  As^istanceV^he  manufac- 
ture, sales,  and  repair  of  orthopedic  supplies,  a  pool  of  potential  attendants 
and  readers,  a  university,  and  the  regional  headquarters  of  various  agencies  and 
service  organizations  where  client  requests  are  pteserited. 

In  ^/^^SiHeT  or .  regionally  less  significant  metropolitan  ^area,  many  of  these 
features  would  have  to  be' provided  internally  at  considerably  cost  or  would 
stinply  be  unavailable.    The  availability  of  these  types  of  external  economies  is 
reasonably  well  assured  in  the  Nation's  six  metropolitan  areas  with  3  million  or 
more  population  (the  size  of  the  San  Francisco-Oakland  area  in  which  CIL  is 
located),  plus  a  half  dozetP*  or  so  whith,  are  somewhat  smaller  but  ^regionally 
important  enough  to  support  such  organizations  witli  some  nonlocal  assistance. 

'Only  25  percent  of  the  noninrftitutional  disabled  population  aged  16-64 
live  in  these  six  areas  at  present,  slightly  less  than  the  areas'  share  of 
total  population.^     It  might  well  prove  possible^^o  provide  similar  services 
econoTjiically  in  smaller  areas,  but  we  have  no  evicjence,  one  way  or  the  other. 
Mobility  of  the  Severely  Handicapped 

Relatively  little  is  known  about^the  specific  patterns  of  mobility  behavior 
of  the  severely  handicapped,  although  it  can  be  inferred  from  our  survey  that 


3.    The  Center  for  Independent  Living  (CIL)  in  Berkeley,  California  presently 
operates  at  a  lev^  of  about  $300,000  per  yeat,  serving  al^out  1,000  clients  out 
of  an' estimate  30,000  disabled  or  blind  in  its  target  area;  GIL  has  limited  its 
target  area„  to  a  compact  area  containing  only  about  one-tenth  of  the  Bay  Area 
population,  because  of *its  desire  to  retain  close  personal  contact^  and  user 
control  of  its  services  (The  Independent,  2:1,  p. 3).     CIL  is  laf^e, enough  to 
support  a  number  of  specialties. 

4*.  Transportation  System  Center,  The  Handicapped  Elderly  Market  for  Urban 
Mags  Transit;  Technical  Report,  report  to  the  U.S.  Department  of  Transportation 
UrSan  Iteess  Transit  Administration  (1973)^,  p.  23. 
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their  residential  mobility  is  considerably  less  than  that  of  the  general  popula- 
tion.    Low  mobility  may  be  inferred,  a  ^priori,  from  the  deterrents  to  mobility 
inherent  in  their  demographic  characteristics  and  particular  -handicaps. 

Geographic  mobility  is  Very  unevenly  distributed  in  the  general  American 
population.     The  1-year  rate  of  migration  between  counties  stays  between  6-1/2 
and  7  percent  of,  the  total  population  year  after  year,  but  age-specif ic ' rates 
peak  sharply  (near  20  percent  at  age  22),  with  small  rises  in  early  fehildhood 

and  at"^ retirement  age.     The  well-educated,  the  affluent,  and  "those  with  few/ 

^    5  .  ^ 

or  no  family  ties  are  much  mpre  mobile  than  others. 

Individuals  who  are  severely  handicapped  by  virtue  of  also  being  tjrpically 
old,  poor,  and  depen"dent  are  predisposed  to  low  average  mobility.    Also,  the 
handicapped  persons  interviewed  stressed  the  homebound  lives  led  by  most  of 
tl/e  severely  handicapped  and"  the  many  social  and  physical  deterrents  to  reloca- 
tion t\\e^  have  faced. 

Som6  information  on  the  mob^ility  of  the  disabled  has  been  gained  from  a 

related  study  by  The  Urban  Institute  concerning  the  outmigration^  of  heads  of 

^'  \  ^  7 

familie^  containing  disabled  individuals  aged  ^8  to  6A.      Of  ^is  population, 

5.1  percent  of  l:he  heads  of  families  containing  disabled  individuals  outmigrated 

as  opposed  to  an  8. A  percent  rate  for  the  general  population  of  family  heads. 

Other  findings  from  the  .study  indicated  that  the  probability  that  the  head  of  a 

family  with-*^  disabled  member  will  migrate  decreases  as  his  age  increa^ea^,  that 


5.  Edga^r  Rust,  Metropolitan  Areas  Without  Growth,  a  report  to  the  U.S. 
Dept.  of  Health,  Education,  and  Welfare,  Population  Research  Center  (DHEW,  197A) 

6.  Outmigration  refers  to  the  gross  geographic  movement  out  of  specific 
States.    An  "outmigr-ant"  from  a  State  is  a  person  who  resided  in  that  State  in 
1965  and  In  a  different  State  in  1970. 

'        7.    Not  all  Inaividuals  in  the  study  were  f^ily  members.    Those  who  were 
-not — unrelated  individuals  or  individuals  in  group  quarters — were  considerec^^ 
be^amily  heads  even  though  the  family  consisted-^of  only  one  person.     The  disaBl 
population  in  this  study  consisted  ^of  persons  who  rjgported  a  partial  or  complete 
wkrk  disability  and  who  had  been  disabled  f  or^^Eivfeyears. 
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women  are  less  likely  to  migrate  than  mA;  and  that  blacks  are  less  likely^to 
migrate  than  nonblacks.     In  addition,  it  was  found  that  the  probability  of  g 
outmigration  Increases  with  the  educational  level  of  the  famil^  head,  most 
dramatically  when  the  head  has  -completed  some  poQt-graduate  education.  Other 
findings  indicated  that  those  who  own  their  own  homes  are  less  likely  to 
outmigrate  than  nonowners  with  the  same  sociodemographic  characteristics. 
The  presence  of  school-aged  children  was  found  to  be  negatively-associated 
with  outmigration.  Also,  ^it  was  found  that  being  in  the  most  highly  skilled 
occupations  had  a  positive  effect  on  outmigration  and  that  those  who  were 
self-employed  were  less  likely  to  migratjp  than  those         were  not. 

The  foregoing  observations  imply  that  any  efforts  to  enhance  the  mobility 
of  the  most  severely  handicapped  are  likely  to  appeal  most  to  certain  siAgroups: 
the  better  educ ate^^e spec ially  those  in  their  early  twenties  and  those  Without 
(or  willingyto  leave)  family  ties,  those  of  retirement  age  with  substantial 
assets  oy  pensions,  and  young  children  who  are  themselves  severely  handicapped 
or  are/dependents  of  handicapped  persons.     These  subgroups  are  the  ones  who 

g 

would  be  most  likely  to^move  spontaneously  if  they  were  not  handicapped. 

If  the  severely  handicapped  of  each  age  group  were  to  move^at  the  average 
rate  for  that  age,  about  266,000  or  roughly  2.6  percent  of  the  noninstitutional- 

9  ^  r ' 

Ized  s^erely  disabled  would  move  between  counties  each  year.      The  present 
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*8.     Rust,  Metropolitan  Areas* 

9.    Age-specific  mobility  rates  estimated  by  Lang  (Larry  H.  Long,  *'New 
Estimates  of  Migration:  Exi)ectancies  in  the  United  States,"  Journal  of  American  ' 
Statistics  Association,  March  1973)  were  applied  to  the  age  distribution  of  the 
noninstitutional  severely  disabled  as  estimated  by  Lawrence  D.  Haber,  and  Philip 
Prohlich,  The  Severely  Disabled  in  the  Institutionalized  and  NoninStitutionalized 
Population,  1966,  Report  No.  14,  Social  Security  Survey  of  the  Disabled:  19*66 
(DREW,  1970).     Haber  and  Frohlich  provided  data  only  for  persons  aged  18-64. 
Estimates  of  the  severely  disabled  population  17  and  under  (100,000)  and  65  and 
over  (3. million)  are  from  Todd  H.  Everett  and  Frederick  Collignon,  Cost  and  Policy 
Consider^ions  in  Imp^roving  the  Capacity  for  Independent  Living  of  the  Most 
Severely  Handicapped  (Berkeley  Planning  Associates,  1975),  Table  A,  p.  5. 
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10 

mobility  of  the  severely  handicapped  is  not  likely  to  excee^  half  that  rat^. 
Thu#,  the  potential  for  additional  migration  resulting  from  mobility  norms 
will  be  on  the  order  of  1.3  percent  of  the  target  handicapped  po^^lation  in 
theoarea,  or  133,000  per  year  nationally. 

]  ■  ■ 

Relocation  Assistance 

Hansen  has  reviewed  the  experience  of  relocation  assistance  programs  ."^"^ 
One  of  the  more  relevant  programs  for  the  severely  handicapped  Was  operated 
by  the  Travelers  Aid  Assoc^iation,  a  private  organization  which  provided,  on 
a  contract  basis,  counseling  and  screening  services  to  some  of  the  Manpower 
Development  and  Training  Act  (MDTA)  projects  of  the  U.S.  Department  of  Labor. 

Hansen  found  that  hiring  interviews  by  recruiters  from  private  firms  at 
destination  were  the  most  effective  inducement  to  move.  He  states,  however, 
that  the  following  additional  services  were  needed: 

—  prelocation  counseling 

.* —  assistance  in  obtaining  housing 

—  orientation  at  destination 

—  health  aid 

—  financial  counseling 

—  help  in  obtaining  transportation,  clothing,  furniture 

—  help  in  preparing  applications  for  employment,  school,  public  assist- 
ance, etc. 


Hansen  contrasted  the  American  ffl)TA  "demonstrations"  with  the  extensive 
labor  relocation  program  in  Sweden,  which  provides  for  the  following:  - 
—  travel  and  moving  expense'^^^and  packing 


10.  Analysis  of  special  Census,  tabulations  of  1965-1970  migration  of 
handicapped  persons,  when  available,  may  considerably  refine  these  estimates. 

11.  Iffles  B.  Hansen,  Urban  and  Regional  Dimensions  of  Maiu)ower  Policy 
(U.S.  Department  of  Labor,  Manpower -Administration,  1969),  pp4  398-424. 
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^ —  family  allowances 

—  starting  allowances 

—  second  household  cost 

—  special 'payments  fpr  leaving  lagging  region 

—  aid  to  visit  destination  area,  ffnd  Job  and  housing,  return  for  family. 

7 

A  most  striking  feature  of  prior  programs  has  been  their  political  unpop- 
uLarity.     MDTA  futided  a  number  of  "experimental"  relocation  assistance  programs 
for  unemployed  workers  in  18  States  during  the  period  1965-67,  none  of  which 

r 

were  funded  again.    As  Mangum  points  out,  legislators  have  been  exceedingly 

"reluctant  to  authorize  public  spending  to  move  their  constituents' to  other 

districts,"  and  responses  of  the  sending  communities,  employers,  and  even  Com- 

12  k 

munlty  Action  Program  agencies  we|re  downright  hostile.  ^ 
Services  to  Assist  in  Relocation 

Many  of  these  observations  from  prior  experiences  of  other  groups  and 
programs  apply  to  the  severely  handicapped  who  are  {)otentially  mobile.  Like 
other  potential  movers,  they  are  unlikely  to  be  aware  of  many  potential  destina- 
tions, and  having  learned  of  one  that  is  satisfactory,  most  may  be  uninterested 
in  further  search.  Information  is  likely  to  be  sought  from  credible  firsthand 
sources  rather  than  from  published  material.     Pr earrangement  of  a  Job  or  other 


Incom?  source  will  be  Important.     Their  special  disabilities  may  prevent  them 

4 

from  driving  a  personal  car,  which  'Will  be  a  substantial  barrier  both  to  explor- 
Ing  possible  destinations  and  eicecutlng  the  move  unless  special  assistance 
can  be  arranged.  Short  moves  will  probably  be  the  most  numerous. 

In  making  a  major  geographic  relocation,  severely  handicapped  persons 
may  require  assistance  in  order  to: 

>  ■ 

12.     Garth  L.  Mani^um,  "Moving  Workers  to  Jobs:  An  Evaluation  of  the  Worker 
Mobility  Demonstration  Program,"  Poverty  dhd  Human  Resources  Abstracts,  Trend, 
Supplement,  December  1969,  p.  12". 
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1.    Learn  of  one  or  more  possible  destinations. 

2      Gather  the  following  general  ipfcobnation  on  the  destination  and  establish 
feasibility:  / 
~  sources  of  income 
 suitable  housing 

—  attendant,  guide,  or  interpreter  services 

—  medical  and  health  services 

-7  equipment  supply  and  maintenance 

—  apex: if ic  friends 

—  other  people  with  similar  handicap 

—  community  acceptance  of  the  handicapped 

—  advocacy  organizations 

—  recreation 

—  local  mobility  (see  transportation  chapter) 

—  climate  ^  .     .  , 

3.  Make  one  or  more  exploratory  visits.. 

4,  Gather  the  following  information  on  the  moving  process: 

—  disposal  -of  present  housing  if  owned  or  leased 

—  transportation  ot^belongings 


—  access  to  terminals  and  transfer  between  modes  of  travel  (physical 
or  operational  barriers  may  exist)  ■  [ 

—  acceptance  by  carriers  (some  are^  rfed^uctant  to  transport  the  . 
severely  handicapped) 


~  length  of  trip,  physical  comfort 

services  en- route  if  needed 
—  provision  for  emergency  care 


—  schedule 

iff 

—  cost 


1 
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5.  Arrange  flnanclag  and  make  specific  arrangements  for  the  move  (disposing 
of  present  housing,  acquifing  new  housing,  travel  reservations,  etc.)* 
Note  that  in  many  cases  attendants,  emergency  care,  an^  housing  abso- 
lutely must  be  arranged  in  advance  of  move. 

6.  Exedute  move  (attendant,  guide  or  ii^terpreter  may  be  needed  en  route).. 

7.  Obtain  orientation  in  new  area.     (In  many  cases  help  will  be  needed 
for  physical  pathfinding,  establishing  spurces  of  d^|^y  needs,  and 
making  social  contacts^) 

8.  Furnish  and  equip  new  residence. 
Costs  of  Providing  Relocation  Assistance 

A  model  could  be  designed  to  provide  Information  on  possible  destinatli)ns, 
the' moving  process,  financing  and  moving  arrangements,  and  other  aspects  of 
settling  in  the  new  area.     Locating  such  a  service  in  a  rehabilitation  agency 
would  essentially  add  some. staff  costs  for  dissemination  and  collection  of 
jM^^^m^S^^  J^ik  state  agencies  were  the  focus  of  thea^.  services,  interstate 
exchange  of  data  could^  be  arranged.     Depending  on  the  scope  of  information 
collected  and  demand  for  use,  such  a  model  might  cost  from  $2  to  5  million. 

A  direct  service  model  could  operate  where  there  are  a  large  number  of 
the  severely  handicapped  who  would  like  to  relocate  or  where  there  is  a  capac- 
ity to  provide  the  wide  variety  of  services  desired  by  these  individuals. 
A  hypothetical  program  would  consist  of  a  staff  of  four  .to  six  individuals. 
The  program  would  be  designed  to  handle  several  thousand  inquiries  for  relo- 
cation, of  which  1,000  households  would  eventually  move  to  the  new  destination. 
Flexible  clmblnations  of  the  following  services  would  be  offered,  depending 
upon  the  specific  needs  and  capabilities  of  individual  users: 

N         1.     (k^unseling  prospective  movers  in  selecting  destination  areas,  esti- 
mating moving  costs,  etc.  (travel  agency  type  of  services). 

2.     Aflsisting  in  prearrangements  as  needed:     Jobs  or  other  income 

sources,  housing  transactions,  medical  and  health  services,  attend- 
ants, guides,  interpreters,  sources  of  special  equipment,  drugs, 
reJEerrals  to  sources  of  aid.  y— ^ 
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3.     Exploratory  visits  to  nearby  potential  destinabdon  areas  (in  groups 
where  possible;  user  wpu^^d  provide  own  meals  and  20  percent  of  fare), 

A.    Moving  allowances  for  50  percent  of  direct  costs,  such  as  fares  or 
moving  van. 


5.     Provision  as  needed  of  attendant,  guide,  oi^  interpreter  en  route, 
and  for  emergency  medical  arrangements 


6.    Advocacy  of  clients'  interests  with  carriers  and  regulatory  agencies. 


7.  Services  after  move:     assistance  as  needed  in  orientation  and  establish- 
ing daily  toutine.  • 

8.  Followup;     evaluation  of  success  of  relocation  or  reasons  for  failure, 
return,  or  dropout;  identification  of  difficulties;  economic,  geo- 
graphical, and  demographic  analysis  of  demand  patterns;  revision  of 
services  ^provided. 


/ 


The  annual  cost  of  a  program  with  an  administrator,  three  counseling  staff,  two 
clerksjfcgoving  costs,  attendant  care,  overhead,  and  the  like  would  run  about 
$700,OOOT 

13 

These  costs  are  comparable  with  other  relocation  programs.     Mangum  gives 

an  average  tqtal  cost  of  $700  to  $800  per  relocation  for  the  3,800  workers 

moved  under  MDTA  in  1967.     About  half  was  for  ""relocation  allowances  and  half 

for  counseling  and  administration.     The  Minneapolis  experiment  with  80  "hardcore"  ^ 

unemployed  achieved  A6  stable  relocations  at  a  cost  of  $127, A78,  or  $2,771 

lA 

per  relocatee,  although  some  benefits  also  went  to  the  3A  nonmoyers. 

If  half  the  estimated  number  of  severely  handicapped  needing  relocation 
assistance  needed  direct  services  as  well  as  information,  the  above  program  could 
serve  an  area  of  about  3  million  people.     On  the  same  assumption,  a  natiorfal 
program  Would  handle  about  67,000  cases  per  year  at  a  cost  of  $46  luillion. 


~      IT!     Ibid.,  p.  lA. 

lA.^  Jack  L.  Nichols  and  HSWey  Abrams,  The  Relocation  of  the  Hard  Core 
Unemplo'^ed  (Minneapolis  Rehabilitation  Center    1968) . 
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Policy  Options 

One  method  of  Improvlnl  the  geographic  mobility  of  the  m^st  severely  handi- 
capped would  be  to  establish  major  pilot  projects  incorporating  both  information 
and  direct  services.     Such  projects  would  contribute  In  the  following  ways 
to  any  long- term  mobility  strategy  subsequently  adopted: 

1.  They  would  generate  information  on  patterns  of  demand,  Including  the 
aggregate  density  of  response  from  a  pilot  area,  and  the  composition 
of  demands  for  different  kinds  of  services  by  different  users. 

2.  They  would  permit  the  worldLng  out  of  cost-effective  methods  and  pro- 
cedures suitable  for  replication  and  the  elimination  of  costly  or 
unacceptable  features. 

3.  They  would  generate  more  accurate  Cost  data. 

4.  They  would  generate  a  trained,  experienced  group  of  potential  program 
aAnlnlstrators. 

Another  option  la  to  extend  t\e8earch  Into  the  actual  mobility  patterns 
and  mobility  needs  of  the  severely' handicapped .     Also  needed  Is  a  geographic    .  / 
^  analysis  of  the  accessibility  of  present  and  projected  services  to  the  national 
severely  handicapped  population.  Finally,  survey  Information  on  mobility  and 
locatlonal  preferences  of  the  handicapped  1b  needed.     This  Information,  when 
combined  with  ongoing  experience^ -of  tfhe  plj-ot  program,  should  provide  material 
for  a  reasonable  legislative  debate. 
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Chapter  12 
TRANSP  )RTATION 

Afl  our  survey  data  have  shown  dran atically ,     transportation  is  a  vital 
element  i»  the  infdependence  of  the  severely  ^^andicapped.     The  ability  of  mpst 
severely  handicapped  persons  to  get  medical    care,  rehabilitation  ^'d  other 
services,  education,  employment,  and  recreation    depends  upon  their  bility 
to  get  from  their  homes  to  other  places.     When,    because  of  v  their  ow.  lijiitations 
or  obstacles  in  the  transportation  environment,  they  cannot  reach  those  places, 
*  t'heir  potential  for  Improved  f unctiojping,   is  reduced  or  eliminated.  Access 
to  the  public  transportation  systems  far-   those  severely  handicapped  who  are 
mobile  has  long  been  .denied,  more  l^ecause    of  the  nature  of  those  systems  than 
to  tjie  nature  of  the .  individual' s  handicap.     Congtess  recognized  the  need  to 
Improve  the  mobility  of  those  with  limitations    when  it  enacted  the  Urban  Mass 
Transportation  Act,  which  stated  ahat  "...handicapped  persons  have  the  same 
right  as  other  persons  to  utilize  mass  transportation  facilities  and  services../' 

Xhe  transportation  problems  facing  the  severely  handicapped  are  exten- 
sive, and  many  remedies  go  beyond  the  confines  of  an  individual-oriented 
service  program  such  as  vocational  Rehabilitation*     But  because  this  is  one 
of  the  basic  problem  areas,  we  feel  it  is  important  to  describe  it  in  some 
depth  and. discuss  some  remedies,  even  though  they  may  be  outside  the  scope 
of  VR.     We  will  t^hen  point  out  what  VR  can  do. 
Definition  of  Problem 

There  are  several  dimensions  to  defining  the  transportation  needs  of  the 
handicapped,     the  firsc  is  the  mobility  of  .i:he  individua^ith  respect  to  being 
able  to  move  about  anywhere.     If  he  or  she  is  mobile  enough  to  leave  home, 
the  problem  then  becomes  one  (of  acc?eesibility  to  transportation  faci^lities. 
The  last  dimension  of  the  problem  is  the  ability  to  negotiate  a  system  for  ^ 
a  round  trip. 
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Persons  restricted  to  bed  or  wheelchair  often  have  no  capacity  for 
transportation  in  the  usual  sense,  other  than  by  ambulance*    At  one  time  many 
persons' were  in  this  category.    Technological  developments  that  made  wheelchair 
lighter '^and  more  easily  operated,  followed  by  the  invention  of  the  electric 
wheelchair,  have  begun  to  alter  this  situation  radically*     These  breakthroughs 
have  changed  the  nature  of  who  is  homebound  and  has  led  to  new  problems  of 
transportation.     However,  such  everyday  items  as  curbs  and  stairs  still  are 
humiliating  and  often  insurmountable  obstacles  for  people  in  wheelchairs. 

Because  of  physical  strength  and  stamina  requirements,  persons  who  use 
manual  wheelchairs  are  usually  limited  td^ short  distance  travel.     Power  wheel- 
chairs, while  more  expensive  and  requiring  more  maintenance,  can  be  u^ed  for 
travel  of  up  to  several  miles.     So  far  as  we  can  estimate,  less  than  10  percent 
of  the  persons  using  wheelchairs  use  the  powered  tjrpe.     Individuals  in  manual 

wheelchairs  include  people  who  have  no  use  of  their  lower  extremities,  as  well 

0  / 

as  the  elderly  and  others  who  could  use  walkers  or  leg  braces  but  have  elected 

to  use  wheelchairs  because  of  the  lower  physical  demands,  greater  functionally 

J) 

utility,  and  higher  comfort. 

With  the  growing  number  of  severely  Impaired  persons. now  able  to  leave 

their  homes,  the  pressure  of  such  barriers  as  stepa  to  transit  (stations ,  gaps 

) 

between  vehicle  and  platform,  narrow  doors,  and  the  like  have- become  serious. 
When  there  were  few  persons  out  in  wheelchairs  there  were,  in  'effect,  few 
problems.     Many  persons  in  manual  chairs  can  transfer  to  an  automobile — say, 
a  taxi — collapse  the  chair  and  get  about,  albeit/at  greater  expense  than  if 
the  l.ocal  bus  were  accessible.     Persons  in  power  chairs  cannot  be  transported 
by  car  or  taxi,  but  only  by  vans.    The  price  of  the  power  ch^ir  is  high,  often 
t^o  or  three  thoueand  dollar^,  and  is  rarely  paid  for  by  VR,  Medicaid,  or  any 
other  public  program. 
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Aa  more  severely  Impaired  persons  get  jobs  and  succeed,  they  -nust  trave' 
distances.     Bus  or  air  lines  which  refusQg>to  let  such  persons  ride  unless 
attended  cajiae  problems  of  cost  and  incqifivenience.     Thus,  the  nature  of  the 
transportation  handicap  lies  in  the  Interaction  between  the  individual  and 
his  transportation  opportunity.    The  flat  sprawl  of  Southern  California  presents 
quite  different  transportation  requirements  for,  say,  a  person  with  hemiparesis 
than  do  the  hills  of  San  Fraftcisco  or  the  snow-covered  streets  of  Duluth,  even 
with  the  disability  held  constant.     Individuals'   income,  the  availabil- 
ity of  friends  and  family  members,  and  relationship  to  various  social  programs 
which  provide  transportation  as  part  of  thdir  services. largely  determine  the 
degree  to  which  transportation  is  a  problem. 

It  is  important  too  to  point  out  that,  for  the  severely  handicapped,  trans- 
portation  is  a  problem  not  just  for  the  concept  of  a  "trip" .out  of  town  or 
across  town.    *It'  is  also  a  problem  in  terms  that  the  able-bodied  do  not  even 
consider — how  to  ge^^  to  the  corner  grocery,  and  if  there,  how  to  get  through 
the  narrow  aisles,  and  if  through  the  aisles,  how  to  get  home  with  the  bag. 

One  ^wonders,  -too,  why  we  still  hail  as  an  innovation  the  news  that  some 
project/ or  locality  has  figured  out  t  way  to  get  'services  to  the  impaired  rather 
than  getting  the  impaired  to  the  services.     For  the  most  part,  our  history  of 
service  provision  has  been  sedentary.    The  providers  (with  some  exceptions,- of 
course)   sit  in  some  building  waiting  for  the  citizens  to  come  to  them.  Often, 
due  to,  shifting  residential  patterns,  movement  of  the  organizations  themselves 
or  other  community  changes,  the  services  and  the  potentifi^  service  users  are 
not  in  proximity. 

Thus,  the  problems  of  connecting  the  provider  and  the  demander  exist. 
There  are  three  logical  alternatives:     to  get  the  client  to  the  service,  or 
the  service  to  the  client,  or  to  meet  at  some  third  place.     The  problem  of 
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connecting  the  two  la  usually  thought  of  as  more  acute  in  rural  areas,  but 
anyone  who  has  tried  to  negotiate  the  public  transit  systems  of  most  suburbs 


these  systems  as  well.     If  getting  to  services  Is  difficult  for  the  able-bodied, 
It  Is  far  more  serious  for  the  Impaired. 
Specific  Problems 

Any  discussion  of  transportation  probJ^eme  of  the  severely  handicapped 
must  Include  an  understanding  of  hgw  the  problems  vary  by  type  of  handicapping 
condition.     For  example,  there  are  certain  physical  functioning  requirements  for 
some  basic  transportation  functions.     Inability  to  perform  these  requirements 
because  of  a  disability  make  for  some  sort  of  transportation  problem,  as  indi- 
cated in  the  followlng^^chart : 


and  central  cities  will  not  underestimate  the  seriousness  of  the  problems  of 


Functional  requirement 


Transportation  problem 
if  unable  to  perform 


Walk  more  than  one  block 


Long  walk  from  entrance  to 
boarding  platform 


Sit  down,  get  up 


.  ^  Sit/rise  from  seat  in -vehicle 


Stoop,  kneel,  crouch 


Retrieve  dropped  fate,  pick  up 
packages 


Buy  fare,  operate  turnstile 
mechanism,  hold  overhead  grip, 
U0e  exit  turnstile 


Mov&"  in  crowds 


Crowded  platform  and  vehicles 
conditions 


Identify  visual  and  audio  cues 


Read  direction  signs,  see  arriv- 
ing train,  JLocate  platform  edge, 
iiear  announcements  and  warnings 


Walt  standing 


Wait  on  platform,  stand  in  ticket 
line 


288  - 
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Bsychologjcal  as  well physical  factors  affect  transit  use  ^j^jmndica 
persons^    According  to  a  study  by  Abt  Associates,  Inc,  iV^c^^^Q^  handi- 
capped are  sufficiently  fearfjol  or  embari;assed  by  crowds  to  avoid  using  public 


transportation.^    Other  concerns  are  feelings  about  being  segregated  from  the 
nonhandicapped  and  fear  §  of  injoiry,  of  assault,,  or  of  getting  lost.  These 
factors  interrelate  with  other  changeable  factors.    For  example,  smooth  and  . 
physically  accessible  passenger  flow  systems  maj  decrease  the  threat'  and  the 
fear  of  unpleasant  crowd  experience. 

Income  ^s  another  Important  determinant  of  transportation  use  among  the 
handicapped,  as  it  is  with  the  general  population.     Income  data  indicate  t^art 
at  lower,  levels  of  income  the  handicapped  travel  less  frequently.    Beyond  con- 
slderationDsif  the  foat  of  any  particular*  transportation  mode  is  the  issue  of 
the  portion  of  the  family  or  individual  budget  which  goes  to  transportation. 
A  pivotal  question  is  whether  handicapped  individuals  below  ascertain  income, 
wheti  given  increased  purchasing  power,  will,  purchase  transportation  and,  if  so, 
how — on  more  trips,^or  trips  by  different,  more  convenient,  oi^more  expensive 
modes?  '  -  ^  vfe 


1'  ■ 


Lastly,  the  performance  of  the  transportation  system  is       Important  de- 
terminant of  the  extent. of  ±tk  u;tilization  by  the  handicapped.!'  A  rich  liter- 
ature  exists  on  the  Importance  of  ^^p^ous  facti^rs  affecting  tt^sportation  use 
by  the  general  piibljLc.^    The  most  Important  factors  include:  *i irji^ability , 


i 


l]    Ab-t  Aaaociatfes.  Inc.>  Travel  Bar^:iers>  Tr.anteportatiofaiNeed^  of/  the 
'    Handicapped >  .prepared  for  the  U.S.  Department  of  Transportation^  (DOT,  1'969), 

p.  99^  \y  I 

'    2.    Edmund  J.  Cai^lli.  Programming  Environmental  Improvfaaep^  in  Public 
Transporta^tion  (Lexington,  Mass.:  Lexington  Books,  1974).         ■  j 


ERIC 


convenience,  comfort,  time,  cost,  fatigue,  safety,  ahd.gense  of  freedom.  Fi^r- 
ther,  these  factors  .have  ieea.  found  to  .shift  In  Impq^rtan^e  dcLpending  on  whether 
-the  purpose  xl£  x.rayel^. la  . vork  <ir  entRrtalpinent^! 


.  '  -  Reliability  Includes  the  ability  to  engage  liy  a  form  of  transportation  and 
to  arrive  at  a  destination  on  schedule  and  without  methanlcal  failure.    In  one 
isurvey,  the  mentally  disabled  reapondents  advocated  schedule  malntenanbve  as  the 
^primary  Improvement  which  canylie  made  for  their  transportation,^  Aval^^lllty 
concer^ns  where  and  when  serviced  are  provided,  distance  to  the  bus,  and  sys- 
tem adjustment  to  peak  hours.    Dlal-a-rlde  systems  often  operate  without  arrang- 
er ,  ' 
Ing  specific  peak  times  because  elderly  riders  da  not  like  taking  trips  which 

5  ^ 
demand  precise  punctuality.      Comprehensiveness  deals  with  the  style  of  service 

door-to-door,  st'a^on-to-stat^on,  and  transfers  required.  The  time  required' to 

engage  and  complete |a^ranspoftat'ion  act  Is  an  Important  factor,  as  are  safety 

and  comfort.     Fifty-three  percenV^f '  the  Na-tlonal  tirban  League  handicapped  ^ 

sample  responded  that  they  would  i^^e  the  bus  more  If  thete  were  shelters  at 

6        -  '  '  ' 

the  bu^  atop.  * 

SPECIFIC. PROBLEMS  OF  PARTICULAR  GROUPS  - 

It  Is  Important  to  Tmdexstand  the  particular  transportation  problems  of 

different  groups  of- the  transportation  handicapped,  ^ince  solutions  to  problems 

faced  by  various^  groups  will  differ.- 


3.    G.  A.  Brunner,  et  a^.,  User  Determined  Attfl 


tes  of  Ideal  TraAsporta*^ 


tlon  Systems i    An  Empirical  Study,  (College  Park,  MdT:  University  o§  Maryland, 
1966).  > 

4.  Center  ^or  Transportation^  Studies  (CTS),  Transportation  for  'the^Handl- 
cappi&f^^New  Brunswick:  Eagleton  Institute  of  Politics,  Rutgers  University, 
1969),  ^.  53.. 

5.  Dlogo  Teixcnrra,  An  Analysis  of  Massachusetts  Council  on  Aging  pj^al-.a- 
Rlde  Systems,  (Houston :^  Project  Links,  THEM,  Inc., ^1974).  .      ^  ^ 

6.  National  Urban  League  and  Mark  Battle  and  As soclates , • Transpor- 
tation for  the  Elderly  and  Handicapped,  prepared  for  the  U.S.  Department  of 
Tr^sportatlon,  <DOT,  1973),  p.  151. 
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The  physlcflly  handicapped — i.e.,  those  people  Irywheeiclidlrs  and  those 
using  canes  and  other  special  equipment — face  a  seriefk  of  architectural  and  . 
a^t:4.trudlnal.  b^rierB  that,  make  transportation,  oil  e/latkna  systj^s  verx  d  Iff  It^, 

.   •  V    ^  ' 

cult  or  impossible**    Steps,  narrow  doorways,  an^ inaccessible  facilities  and'  .'f 

f 

vehicles  are  all  flalrly  well-known  transportation  problems.     Significant  but 
'less  well  ta^own  problems  include  discriminacory  practiced  by  . insurance  companies 
wijLh  regard  to  disabled  drivers.    Many  ij^tances  are  reported  of  these  drivers 
^4ing  placed  in  an  assigned  risk  category  (where  they  pay  higher  , rates)  when 


-ther^is  no  empirical  evidence  *that  they  are  poorer  risks^    In  fact,  the  avail- 
able^fevidence  ^i^^sts  the  opposite. ^    Consider abl^  press  attention  has  focused 
on  discrimination  by^airllnes  In  refusin^-^o  fly  disabled  passengers  without 
a  medical  certificate  or  attendant.  Some-Disabled  drivers  report  waits  of  6 
months  or  more  before  some  Vocational  Rehabilitation  agencies  can  complete 
the  work  that  will  all^w  for  the  Installation  of  hand  control  devices  and/or 
other  special  equipment  on  their  automobiles. 

'  Other  b^ttrleys  prevent  peoplfc  who  are  physically  disabled  from  using  transit 

system^  that  h^e  been  thought  to  be  well  suitecf  to  their  needs,  such>as  BART, 
the' Bay  Area/Rapid  Transit*"  System  in  San  Fx^ancisco.    Problems  that  the  handlcap- 

.  ped  face        BART  include:     dlf f Icult^^es  in  using  the  telephones  needed  to  gain 

access  ^o  the  elevators  at  the  stations;  lac|lc  of  secure,  put-of-t he-way  places 

where/people  in  wheelchairs  can  wait;  and  g^ps  between  the  loading  platforms 

8 

an^^passenger  cars  that  can  entrap  a  cane,  ^riitch,  or  ^wheelchair  tire.  Thes^ 

/  ■    *  * 

.  situations  ari  not  as  obvious  as  the  presen,fce  of  steps  or  narrow  doOrs  but 

/  \        '  '       \  •  •  ■ 


7.  Research  Utilization  Branch,  Divi$ion  of  Research  and  Demonstration, 
Office  of  Research  and  Demonstration,  SRS.i Research  and  Demonstration,  Vol,  IV, 
No>  8,  (DHEW,  1971).        .  ^   \         '  .     ^  V  ' 

8.  Hale  Zukas,  "Why  Aren't  the  Disabiled  Usfng  BAkT:    An  Analysis,''  paper- 
prepared  for  BART^  Janaa^ry  1974.  !     •      C  ^ 
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can  present  as  much  difficulty  to^  many  of  the  ^trAnsportation~handicapped*,j  The 
more  subtle  aspects  of  transpo^rtatiotv  handicaps  go  beyond -the  system  itself » 
One  reasonHEoir  less  than  the  aiitidipated  use  xrf  fiARTrrfcB-Ttot-flART  per  se^-  but  r  - 
the  fact  that  thete  are  curbs  a  block  away  from  a  stop.. 

Attitudlnal  barriers  gause 'transportation  handicaps  for  others  besides 
those  with  obvious  disabilities.    Some  epileptics  experiencing  petit  nial  sei- 
zures on  buses  and  trains,  for  example,  have,  reported  that  they  have  been 
treated  wltb  understanding  by  bus  drivers  and  other  transit  p'srsonnel*.  For 
those  who  have  not  received  tSuch  treatmen|,  however,  ridfng  mass  transit 
facilities  can  cause  emotional  difficulties.     It  can  also  be  expensive  if  the 
epileptic  is  feorced  to  Ifeave  the  scene  of  the  seizure  in  an  ambulance  and  be 
charged  $50  for  the  Xrip.  , 

The  deaf,  blind,  and  mentally  retarded  constitute  a  large  percentage  of 

•    '  *        '  *  ■> 

the  transportation  handicapped,  and  each  group  has  unique  problems.  ,  The  deaf 

canndt  h^ar  arrival  and  depaj^ture  announcements  at  airpo^s  arid  train  or  bus 

.  )  ' 

stations.    The  boarding  of  trains  can  alsofbe  a  diflEicult  process,  for  the  deaf, 

^  ^  «  'I 

since  there  are  often  no  signs  directing  ^people  to  the  appropriate  cars.  Pos&ibl 
solutions  for*  th^s  gioup,  then,  include  large  and  more  numerous  Video  screens 
at  maas  transit  facilities  giving  current  information  on  arrivals,  departures,  ^ 
and  delays.        '  ^  /  * 

The  blind  have  almost  the  opposite  problem  in  using  mass- transit  facilities. 
The  blind  need  frequent  travel  and  departure  announcements  at  each  facility. 
Blind  passengers  would  benefit  from  announcements  given  during  trips  on  buses 
and  trains  Identifying  particular  streets  and  stations.  The  blind  anj^partially 
sighted  waiting  af  bus  stopA  would  also  benefit  from  announcements  from  the 

r 

driver,  giving  route  designation  and  destination.    R^ute  timetables  in  braille  * 


i-^'^.i^aMv  flsslst- th^bllnd  in  using  mass  transit' 
-^nd-celle£  maps.  iR  statioBS  «ould  grfeatly  assist  tne  ^ 

iacr^ii^t&B^   -  —      -  -    '  -   * 

■        -xiie  „e„.ai/;et.Vded  have  .special'  problem '  1.  .u,lng  ,tra»=lt  facUl-  ,  , 

.lee>  eo„pMcated  routes  a.,  ^hediles  often  ate  , beyond  .-fa-eU  c»prehe„3ion-N.,. 
li^addltlo.  to  ttavel  U.^n„  the  tet«ded- c,„ld  use  color-c,ded  bus  y^tlM- 
catton  .markets  and  sdBplif led  touU  schedules.-showlng  prluclp^l,  routes.  -    '       ,  . 

The  effects  o;»fdi=atiou  oopttlbute  to  the  tr»el  difficulties  of  so.e 
haudlcapped  petso^.  I  For  e.»*lei  patle„t.  tecelvlag  .Idne,  dialysis,  also  • 
ta>.  .edlcatlon  which  often  Ls  the  side  effect  of  ^aMng  the^  du.y.  ,  Although- 
.  their' »ohUlty  .ay  be  rated  as  high,  they  cannot  drive  because  of  the' dullness. 
B^rther^ore.  .any  cannot  stand  In  lln.(t.or  any  P«lod  of  tl.e.    This  .a^s 

A^ff^n^,^tL    Since  most  bus  stops  do  not  haVfe 
•  use  of  public  transportation  very  difficult,  since  m 

seating  f  acllltles(  and  ..ost  bu.ses  do  n.t  have  reserved  s^atlhg  arrangements. 
This  group,  then.  ;.ay  require  special  transportatlb.  arrange..nts.  sue.  as  . 
■Mlal-a-rlde  vans  br  taxis,  that  can  reduce  their  waiting  tin*. 

j  MOOU.  CHOICE' AND  TrXvEL  REQOIREMEIUS 

Available  data  on  ho(  the  transportation  Wdlcappe.!  travel  are  limited , 

■■   _^  j-i^r.  r,f  rplativelv  jstaall  samples  in  a  few  * 
to  those  derived  from  several  studies  of  relatively  ^ 

areas  of  the  :co„ntry These  data  Indicate  that  .he  .ode-cholce  decisions 
of  .he  handicapped  appear'  to  be'^ore  complicated  than  those  of  the  nonhandl- 
■  cApped."    I£  they  have  ^cess  to  an  automobile  as  a  driver  or  passenger.^  then 

* 

 q-     Abt  Associates,  Inc.  ,  liaX^lllg^^ •  „^         tt^e  Handi-  . ' 

10.    Arthu-r  D..I,ittle.  Inc.,  Y^V^^yi^fl  S^-^SST  

•   A:    Abt  Associates,- inc.,  TraveOarii«s. 
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they  prefer  ,l^i|||^|||Hfot,  then  they  must  make  a-cholce  between  more  comf ortabie]^^^ 

"high-cost  service  and  a^  barrier-ridden  low-cost  mode.     If'public  transit  is 

.  truly  Inaccessible,  thfen  the  necessity  of  making  the  trip  must  be  weighed  agajjxst 
a        .  . 
its  Wgh  cost  ty  taxi,  specialized  van  service,  or  ambulance.  '  i 

The  data  also  suggest  that  the  handicapped,  like  the  abi^e-bodied,  travel 
\    .  •  '   '  '    ■  •.  ' 

primarily  by  automobile.     The  handle appe'd.  however,  are  uiuch  .more  likely  to 

)/'■'••      '  < 

travel  as  passengers.  ^ 

JJHie  greatest- difference  between  handicapped  and  rionhandicapped  mod'al  choices, 

as  shown  by  the*  studies,  appears  in  the  use  ^of  taxis.  The  handicapped  in  the  ^ 
•  -Abt  study  took  almost  lA  percent  of  their  trlpp  by  taxi,  while  the  nonhandicapped 

took  fewer  than  2  percent  by  this  mpde.      Although  the  handicapped  are  less  able 

.than  other  people  to  afford  the  use  of  tax4.s,  they  are  foun>d  to  trade  off  more 
'  reasonable  cost  for  a  mode  which  accommodates  their  -  physlcall^lmitations. 


,  .  The  handicapped^ 6tudied  by  Arthur  D.  Little  preferred  for  the  work  trip, 

'      '       ^  '  I  '  .  lA  3 

in  order,  walking,  bus,  regular  auto,  and  a  specially  equipped  auto.  The 


handicapped  ate  both  more  Willing  than  the  general  population  to  use  public 
transportation  (when  accessible)  and  more  ^dependent  on  it.     However,  this  may^ 

also  be  a  function  of  thfeir  relatively  lower  income,  making  their  choices  more-" 

V  •     •  • 

lllce  those  ^ol  other  poor  people.    Mogt  studies  did  not  Qontrol  for  this  ef»fect. 

Data  from  tha  studies  mentioned  above  indicate  that  there  are  significant 

differences  between  the  handicapped  and^ nonhandicapped  in  the  purposes  of  travel. 

For-"^ample,  the  handicapped  in  the  Abt  study  took  an. average  of  .2A  social 

and  recreational  trips  per  person  per  day,  compared  with  .67  f 6r -a  sample  of 


13.    Abt,  Travel  Barriers,  p.  6. 

lA.     A.nb.  Little,  Employment,  TrnnHportation,  p.  27. 
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nonhandicapped  drawn  from  ther  same  area.    Ohly  one^thlrd  aVaany  work  trips  - 

^     '    '    •  ^  A        '         15   ^  ^ 

were  taken  by  the  handicapped  as  b:^the  nonhindicapped.  5^ 

. fhe. National  Drb^  League  study  ranked  shcpping  (26.7  p^ercent),  thenvjnedicsl 

(23.5  percent)  trip9  ^s  the  major  purposes  of  handicapped  transit  use.  More 

handicapped  (16 .3.  petcent)  use  the         to  go*  to^ork  t^han  dd  elderly  people 

(6.7  percent).    When  asked  where  they\roiild' travel  if  they  werq  better' able  to 

>  .  -!  ^      ^  . 

uoe  the  bus,  largo  differences  froia  present  "Behavior  occurred  in  "to  see  friends" 

*"'•>•.  ^ 

^  )      .    16  ' 

(10*1  to  27.7  percent)  and  "visit  family"  /5.0  td  18.4  percent) . 

•    .         FINDINGS  OF  URBAN  INSTIIfUTE  SURVEY 

A  number  of  findings  relating  to  transportation  problems  and  patterns 
»•  "  »  . 

resulted  from  our  jxirvey  of  persons  closed  by  VR  for  severity.    The  most  slgnifi- 

•  '  -  ) '  •       •  , 

cant  -finding  was-  that  transportation  was  second  only  to  vocational  placement 

iff  terms  of  perceived  need.    Transportation  sirvice  was  ihdicated  as-  a  peed 

by  18. 2. percent ^of  the  sample.  This  general  need  for  transportation  service^ 

^was  consistent  .with  the  survey  of  our  1,000  providers  of  rehabilitation  services 

to  the  .handicapped,  as  well  as  with  two  other  sections  of  the  client  *  survey 

related  to  services  that  individjaals  perceived  they  would  need  in  order  t^o" 

go  to  school  and  work.    The  provider  survey  results  indicated  that  87  percent 

of  those  sampled  felt  that  the  lack  of  affordable  transportation  was  a  major 

Impediment  to  serving  the  severely  handicapped.  In  particular,  the  lack  of 

affordable  transportation  was  the  mobt  frequently  cited  difflfe^jlty  in  finding 

lob  placements  for  those  who  werje  the  most  severely  handicapped. 

'  .A:|.'most^l  percent  of  the  VR  sample  felt  that  they  would  need  tifansporta- 

tion  services  to  go  to 'work,  and  22.3  percent  indicated  they  would  need 


15.  ^  Abt,  Travel  Barriers,  p.  5. 

16.  '  NUL,  Transportation  for  the  Elderly  and  Handicappfed,  p.  163. 

ERIC  ^  ^  \ 


transportation  in  order  to  go  'to  school.    Transportation  services  ranked  first 
In  perceived  service  need  to  go '  back  to  echool.    The  resultaf  indicated  that  - 
-fair  most  irf  ^these  people  the  services  nere  not  readl3ry^vttilal>le-i  


Besides  th^se^  general  findings  oi  services  needed,  data  were  collected 
on  the  types  of  transportation  used  as  well  as  the  f|:«quency  of  use. 
>  •    Table  12-1  ' 


Transportation  Used  by  the  Severely  Handicapped,  VR  Sample 


1  ^ 


V 

rr anspor tacion              lotax  usea 
Type         '                     %  N 

More 

than  Oitce 
%  '  N 

Once  a 
Week  or 

T  ck  a  a 
JU  w  a  a 

%   ■  N 

Once  a ; 
Month  or 
Less 
%  \  N 

Don' t^  Know 

— ''L-^ 

Walk                              42.1   .  374 
Wheelchair             .  .      10.7  95 
Drive  Self- 
Regular  Auto              41.8  372 

32.6  .290 
5.3  47 

33.3  296 

6.*7  60 

2.6  23 

5.7  .     51  . 

2.6  '23 
2.5'  22 

2.2  20 

.11 
.11 

.65 

Adapted  Auto  '                   24  27 
.Motorized  Vehicle 
'  for  ^Dlsabled               0.4  '4 

22  25 
0.2  2 

2  •  .2 

0.2  2 

Relative  or  ' 

Friend  Drives         .    59.7  531 

29.2  260 

L7.3  154. 

12.7      113  j 

.44 

/' 

Taxi                              18:3  i63 

2.0  18 

4.6  41 

11.0  /     9iB  \ 

.76 

Adapted  Buses 
Minibiis  for 

Disabled                     *1.9  17 

'  0.7  6 

0.3  3 

0.9  8 

Normal  Public 

.  Transportation          .19.0  169 

4.9'  44 

\ 

5.6  50 

18.7  77.*- 

Transportation 
Arranged  by 
Rehabilitation 
or  Similar 

AKcncy                         3a-8  34 

1.2  ■  11 

0.8  7 

* 

,1.5  ^3 

.33 

1.    For  similar  data  on  patients  of  comprehensive  medical  rehabilitation 
centers,  see  Section  III,  chapter  8. 
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Table  12-1  indicates  that  the  handicapped  appeax  to  rely  heavily  on  rela- 

1"   ■  '  ' 

tlvea,' frltends,  or  themselves  for  moat  of  their  transportation  needs.  Almost 

etTpercefft  Of  ttiE-Bample nBed-rei^tlves-or  -frdcnd&  as  thelH^^-aasportatloiwiiode^ 
and  over  40  percent  walked  or  drove  themselves.    These  three  modes  accounted 
for  the  highest  frequency  of  going  outside  the  home. 

After  these  transportation  modes,  the  percentage  which  used  other  types 
of  tranai^ortatlon  dropped  off  sharply,  as  did  the  frequency  of  going  outside 
the  home.  Specially  adapted  automobiles  for  the  disabled  were  used  by  2.7  percent 
of  the  sample.     The  lack  pf  adapted  buses  and  special  transportation  services 
for  the  handicapped  in  most  areas  of  the  country  pay  explain  the  low  use  (1.9 
percent  of  sample) .  of  this  transportation  alternative,  .The  utilization  of  ^ 
taxis  by  our  sample  waa  18  percent.     This  high  figure  Is  consistent  with  the 
findings  of  other  studies.    The  frequency  of  going  outside  the  home  can  be  • 
gathered  from  breakdovms  in  Table  12-2. 

\>  . 

y  Table  12-:2  «' 

Number  of  Times  a  Week  the  Severely  Handicapped  Are  Out  of  the  Home, 
.  VR  Sample 


Times  per  Week 


Number  Percent 


0  .73  8.2 

1  -189  .  21.2 
2-3  •  '  .  273  .  30.7 
4-5  .  •  123  13.8 
6-8  '  .  '  179  20.1 
9-15  -  34  .  3.8 
16+  9  1-0 


Total 


880  '  .100.0 


About  8  percent  of  the  population  does  not  go  outbide  the  home  in  a  typical 
week.  Almost  30  percent  of  the  sample  goes  outside  the  home  once  a  week  or 
less.    Finally,  60  percent  go  out  of  the  home  not  mQv^  than  three  times  a  week. 


Thu8»  our  severely  handicaplped  sample' appear'  to  be  limited^  to  their  hoqes  ^- 

*  *  I  '  *  *  ' 

except  for  special  .circumstances  such  as  appointments.  , 
A  number  of  reasons  can' be  clt^  fOr  this  relative  Immobility.    Table' 12-3 
lists  the  major  xreported  problems  which  prevent  our  sample  from  traveling.* 
;       ^  .  Table  12-3,  ' 

Deterrents  to  Travel  Reported  by  the  Handicapped,  VR  Sample^ 

—  T"  ^ 

Deterrent  Number  Percent 

Problems  in  getting  out  of  home  188^  21.3 

•Problems  in  getting  Into  or  out  of  vehicles  •  «  285     ^  32.1 

Probi^s  in  operating  vehicles  351  39.5 

Physical  problems*  .     .    >  ,  464  ^  52.2 

Other  \  ^^'-^  . 


1.    Percentage  totals  exceed  1,00  percent  because  clients  may  have  more 
than  one  problem* 

While  some  problems  are  Uirectly  related  to  the  physicfa  structure  of  transpor- 
tation systems,  such  as  getting, in  and  out  of  vehicles,  other . factors  are  also 
important.    For  example,  architectural  barriers  in  the  home  appears  to  limit  travel 
for  21.3  percent  of  the -handicapped  population.    Over  half  the  population  surveyed 
have  physical  problems  (e.g.,  extjreme  f^igue,  poor  bladder  control).     In  designing 
transportation  alternatives  these  factors,  which  will  have  a  critical  effect 
on  demand  for  transportatixjn  services,  should  be  considered. 

To  summarize,  transportation  is  an  Important  service  need  of  individuals 
wifh  Qevere  handicaps,  whether  vocationally  rehabilitated  or  not.    A  significant 
percjentage  of  th^  sample  ipdicated  that  they  needed  transportation  services 
in  patterns  siSaijM:  to  those  described  in  other  studies  of  the  handicapped. 
Ffost  of  the  transportation  requirements  of  this  group  are  met  Uy  frimids  or 
family,  with  a  good  percentage ^driving  themselves  when  necessary.  However,  the 
moBt"!  striking  finding  is  that  almost  one-thiyd  of  the  individuals  are  homebound 
(g<^^  outside  once  a  week  or  less) . 
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*.  ALTERNATIVE  SOLUTIOHS  TO  THE  TRANSPORTATION  PROBLE-IS  ' 
OF  THE  SEVERELY  HANDICAPPED 

•   i  ■  .  ^ 

A  wide  range  of  alternative  aolutions  is  avaUabie,  from  inexpensive  capital- 
intensive  modifications  of  existing  transportation  systems  t;o. the  development 
61  whoLly  new  transportation  systems  to  accommodate  the  severely  handicapped. 
These  alternatives  are  briefly  described  below.  '        .     *  . 

Service  System  Adlustments 

All  systems,  especially  VR,  should  have  obligations  for  outreach,  which 
includes  getting  services  to  the  client  when  the  client  has 'trouble  getting  to^ 
the  services.    This-  is  especially  true  in  rural  areas  or  in  certain  cities  . 
with  .poor  bus  or.  taxi  system^.   'Other  probletn^  of  .connecting  services  to  the 
citizens  occur  when  the  service  Resource  is  rare  or  specialized.  Take  the  ^ample 
6f  persons  with  Hansen's  disease  (leprosy).    The  leprosy  center  in  Carville, 
Louisiana  is  aa  excellent  resource  which  can  serve  the  disabled  effectively. 
Since  there  are  only  an  estimated  3,000  persons  with  this  disease  in  the  U.S. 
and  the  Territories,,  the  nimber  is  too  small. to  set  up  comparable  centers  in 
many  places.  Wy  persona  who  could  benefit  from  the  care  apparently  cannot 
afford  the  costs  of  getting  to  it.    Certainly  in  quch  tases  the  organization 
should  have  authority  and  funds  for  transportation.  ^ 

R^ional  spinal  cord  centers  are  another  example,  bu£  with  a  different 
problem  involved.    If  a  person  is  injured  in  dn  auto  wreck,  the  service  is 
quick— by  hericoptetv  in  many  instances.  Usually  such  service  is  provided  by  the 
State.    But  if  the  individual  has  to  pay  .for  it,  the  cost  can  be  catasttophic . 
The  Veterans  Administration  now  can  provide  vans  and  hand-controlled  cars 
^  for  many  disabled  veterans.  If  VR  were  to  provide  this  benefit  to  persons  with 
or  without  vocational  potential,  it  would  permit  many  of  the  severely  handicapped 
to  eacpand  their  mobility. 
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Mobility  TralnlnR  ✓         ,  ' 

Traditionally,  mobility  training  has  provided  assistance  to  handicapped 
individuals  In  learning  how  to  use  mobility  aids  and  in'  3c lidding  the'lj^ay  \i  ,  . 
new  localities.  'Training  is  of  different  value  to  individuals  of  different 
dlBabilitieB.     It  has  been  long  administered  to  the  younger  blind  wtth  "VR  po- 
tentlal/*  The  Report  of  the  President's  Committee  on  Mental  Retardation  states 
that,  as  regards  mobility,,  V...the  probleiii  Is  one  6f  training  the  mentally  re-  ^ 
tarded  Indlvldu^,  rather  than  seriously  modifying  equipment."      S^e  program  for 
the  mentally  retarded  found  transporXatlon  training  successful  for  Individuals 

18  ' 
aged  17  to  A0»      4?  .  « 

Direct  Subsidies 

Another  approach  is  -to  give  direct  subsidies  to  handicapped  individuals 
for  transportation  expenditures.  Such^a  program  can  favor  one  mode  or  apply 
to  all  modes.-  '    ,  . 

Income  tax  credits'  for  transportation  is  one  method. ''■^  Provision  of  transit 
stinps  or  coupons  to  those  below  a  certain  Income  ahd  with  certain  charactei* 
istlcs  for  purchase  of  taxi,  transit  service,  or  gasoline  is  another.  Various 
public  programs,  such  a0  l4edlcald  and  Vocational  Rehabilitation,  provide  some 
direct  assistance  for  essential  trips,  often  subsidizing  the \urcha8e  of  wheel- 
chalr^and  other  mobility  aids  and  occasionally  subsidizing  the  modification 
of  personal  vefilcles  or  the  purchase  of  those  already  modified.      ,v  \, 


 Yf,     The  President's  Committee  on  Mental  Retardation,-  Transportation  and 

thP  Mentally  Retarded  (The  Committee,  1972). 

 ij;     Arnold  Cortazzo  and  Robert  Sansone,  Travel  Training  (Miami:  Sunland 

Training  Center).  ,  ,  i. 

19.  Musicians  and  construction  workers  are  the  oply  Individuals  who  can 
presently  deduct  local  tran8i)ortation  expenses.  Fedetal  Tax  Guide  (Englewood 
Cliffs,  M.J.!    Prentice  Hall,  1973),  p.  1.1. 
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Program  practice?  vary  tremendously  from  State  to  State^  and  within  any 
bne  State/  Various  -proposals  have  been  advanced  by  HEW  and  the  Treasury  to 
stdx&ldize  extraordinary  transportation  costs  for  ^^he  'employed  haudi^^apped. 

•Approaches  can  be  made  specifiQV  focusing  on  particular  trahsportati'on  modes 
^  jand  specific  target  groups..  ,  One  widely  implemented  special,  s^e^ ice  is^  reduced 
bua  or  subway  ^  fares.     So  far,  however,^the8e.  programs -have  been  restricted  to  the 

elderly^     '  ,  .  -  ,  i 

M3de-8pec£flp  programs  «have  the "  iuivantige  of  channeling  it^^reased  rider  ship 
tntb  a  given  way  to  get  ar9ynd  and  thus  Allowing  economies  of  scale  to^  develop. 
They  do, however,  unlike  programs  applicable  to  any^modfe-of  transportation,  i^ter- 
fere  with  the  mix  of  types  of  existing  transportation.  ^  ' 

^  Modifying  Support  System   ^  ^  * 

^  full  discussion  of  mobility  must  include  {aspects  of  the^  environment  out- 

'   side  of  formal  l;ransportation  systems.    First,  short-distance  mobility  itself 
is  important  as  a  mode  of '  travel.    Thirty-eight  percent  of  the  respondenta  in 
the  Arthur  Ibt  Little  study  replied  that  they  walk  to  work.      Secondly,  short- 
distance. mobility  can  be  a  factor  In  gaining  access  to  other  transportation 
fordis. 

The  mobility  of  many  individuals  stops  at  the  first  curb.    Curbs  are  an 
insurmountable  barrier,  to  people  who  use  wheelchairs,  walkers,  and  other  special 
aids  or  hav^  other  mobility  limil^^tions.  In  ^ some  areas  this  barrier  is  being 
eliminated  by  ramps  or  curb  cuts.  Where  extensive  curb  cutting  has  been  undertaken 
*     usually  all  curbs  have  been  modified  in  heavily  travelled  areas  and  certain 
curbs  have  been  changed  in ^ther  areas,  based  on  individual  needs.    All  new. 
curbs  in  these  sites  4iave  been  built  with  cuts. 


20,    A.D.  Little,  Employment,  Transportation,  p.  27. 
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,  ■     .  '  '  .  2184     .  ....  . 

.  .    '  ■         .  ,      /  •        ^.  . 

In  some  cities  curb  modification  has  been  delayed  at  tlie  urgins  of  the 

^        blind..    Changes  in  level  are  Important  indicators  for  .the  blind,  and  curb  cuts, 
"              .                             j    '                                                       •  » 

•      if  done  In- a -g^Sirtain  way ^  can  obscure  >he  dlstinctipn  between  street  and  side- 

■             ^         '    '     ^                          •                          '  •                 -        .  ■' 

walk  to  a  blind  persOji.  thus  creating  a  safety  hazard..   But  proper  design  and 
■  -  ■      .  '  '  ,  .  ( 

r  location  of  curb  "'cuts  Can  eliminate  the  hazard  to  the  blind,  pomparable  changes- 

♦     ♦  •  .  ^  .  ' 

of         environment  fox  Other  disability  groups  are  street  identif icdtton  by  / 
tgtrch  sigijs  and ^ti^affic.  light  identification  by  sound  signals.    •  : 

*  •   Automobile  Modifications  , 

^     _  \ 

—      ^'  Although  personal  vehicles  offer  the  greatest  mobility^  it  appears  that 

in  most  cases  adequate  mobility  can  l^e  provided  much  less  Expensively.  However, 
-personal  vehicles  may  be  the  best'solu-  j  .     •  * 

tion,  particidarly  when  public  transpar'tation  is  inadequate  or  nonexistent 
and  where  there  is  insufficient  demand  to  justify  a  dejnand-respdhsive  system.  . 
For  the  handicapped  wlio  are  confined  to  wheelchairs  and  unable  to  drive,  an 
^  attendant-operated  v^  can  be  modified  by  installing  a  power  lift  Ind^echanical 

wheelchair  tiedowns  and  making  minor  floor  and  roof  .modifications.    Owing  to  the 

/  •  C  -  . 

high  cost  of  automobiles  and  vans,  attempts  have  befen  made  to  develop  smaller  J 
vehicles  which  retain  the  advantages  of  the  large  vehicles.      Thus  far  frhese^- 
taiipts  have  not^^jeen  very  successful. 
Alteration. of  Transit  Syste^ 

There  are,  finally,  the  alternatives  which  alter  the  transit  system  itself. 
Some  address  existing  system  characteristics,  both  physical  and  ojferational. 
Others  address  new  systems  or  new  services.     For  a  transit  system  to  be  acces- 
sible^ both  the  stationary  facilities  and  the  vehicles  must  be  -easy  to  reaqh.  The 
makeup  of  the  system  can  be  changed  as  equipment  is  replaced,  thereby  phasing  in 
Imprbvements.    Or  it  can  be  Improved  by  retrofitting;  that  is,  making  currently 
inaccessible  facilities  accessible. 
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A  bus  or  surface  rail  system  could  be  made  accessible  'Immediately  by  retro- 
fitting  the  vehicles  with  a  ramp  or  power  lift.    In  most  gases  a  lift  would  be 


needed,  since  the  incline  which  can  be  negotiated  by  many"  of  the  handicapped  re- 
quires a  prohityitivjaly  long  ramp.    Retrofitting  a  subway  system^ requires  instal- 

,  lation  pf  elevators,  elimination  of  the  gap  between  thife  platform  and  the  cars 
through  use  of  an  automatic  plate  that  bri4ges  the  gap  as  the  doors  open,  and 
mtinor^  Modification  of  cars.    The  problem  of  seating  apace  on  railroad,  cars 
and  buses  could- be  alleviate!^  somewhat  by  reserving' a  section  of  seats,  some  .,.^4^ 

'^folding,  near  the  entrance.    To  reduce  the  effect  of  acceleration,  these  seats 
could  bfe  designed  to^ provide  extra  support  and  stability,  and  tiedownf  for 
wheelchai^  co^uld  be  provided.  ,  . 

The  klternative  to  retrofitting  a  bug  system  is  to  pltase  in  a  completely 
redesigned,  barrier-free  bus.    Under  the  "transbus"  operation,  the  U.S.  Department 

-of  Transportation  is  encouraging  the  development  of  such  a  vehic^.     It  wlli^ 
feature  interior  modifications  such  as  wheelchair  tiedowns,  a  power  lift,  or 
perhaps      low-slope  ramp.^  Buses  manufactured  by  General  Motors,  American 
Motojrs,  and  Rohr  are  being  tested  in 'regular  city  utfe,  and  production  models 
may  be  available  in  the  near  future.  v — ^ 

Some  cities  have  attacked  these  problems  by  structuring  and  expanding  their 
service,  and  bus  stop  shelters  .are  gradually  becoming  more  common.    Attempts  at 
detailed  planning  in  routing  and  scheduling  for  the  handicapped  have  been  made, 


21 


using  geographic  and  travel  data  acquired  from  special  surveys, 

Another  set  of  options  is  based  on  the  hypothesis  that  for  many  handicap- 
ped the  transportation  problem  is  one  of  attitudes  on  the  part  of  operators; 
whether  management  or  drivers.    Bus  and  taxi  operators,  for  e^^ample,  may  harbor 


21.     CTS,  Transportation  for  the  Handicapped. 
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the  same  fears,  resentnnents,  and  misconceptions  about  the  handicapped  that  . 

r  ■ 

other  people  do.    Driver  training  includes  nothing- to  sensitize  these  persons 
to  the  needs  of  the  transportation  handicapped.    Thus,  a  driver  may  well  refuse 
passage  to  a  blind  or  cerehral-pdlsied  person  or  an  epileptic  in  the  midst 
of  a  petit  mal  episode.     Some  remedies  may  include  little  more  than  convincing 
a  transit  authority  to  provide  a  &pecial  attendant  for  the  handicapped  at  key 
stations.     Special  training  may  be  a  viable  alternative  for  improving  the  system. 
With  thisjcind.of  training,- special  seating' could  be  arranged  for  the  blind   _  , 
or  any  other  handicapped  person  to  assure  driver  attention.  Teaching  taxi  drivers 
how  to  handle  a  paraplegic  could  also  be  helpful.  Just  plain  ejiposure  to  and 
explanation  of  those  who  are  mobility-limited  may  advancfe  accessibility  into 
many  Systems,  such       airlines.  ^"  - 

Demand-Responsive  Systems  '  ' 

Some  systems,  such  as  taxicabs*,  "handicabs,'!  and  dial-a-ride,  provide,^ 
on-call  and  usually  door-to-door  service.     Such  systems  can  establish  door-to-door 
service  for  those  able  to  use,  but  unable  to  get  to,|^public  transit.  Regardleps 
of  the  mo|rT?*ls;ation8  made  to  fixed-route  transit  systems,  there  will  always  • 
be  some  handicapped  persons  who  require  door-to-door  service.  Door-to-door 
systems  can  offer  many  of  the  same  advantages  as  personal  vehicles;  they  reduce 

walking  distances,  exposure -to  Sreather  and  crowded  conditions,  and  problems 

'  •  'I 

of  routing  or  complexity.      *    <  , 

♦  ■>•  ..^ 

tfost  handicapped  persons,  except  many  of  those  confined  to  wheelchairs, 
can  be  transported  in  taxicabs.     The  fare,  of  course,  is  significantly  higher 
than  the  fare  for  public  transit.    A  "handicab"  is  usually  equipped  to  handle 
all  handicapped  persons,  including  those  in  wljeclchaira,  but  the  fare  is  high:  ^ 
$10  minimum  for  the  first  30  blocks,  which  would  cost  $1.70  in  the  typical 
cab.    A  typical  flat  rate  for  a  clial-a-ride  service  is  $.50.     If  the  modified 
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vans  in  taxicab  syetems  Were  op^erated  on  a  sh^ed-ride  basis,  the  fare  could  ^ 
be  reduced  to  the  dial-a-ride  level.  f  . 

Handicabs  usually  offer  door-to-door  service,  and'  drivers  will  assist 
individuals  into  and  out  of  buildings.  '  This  is  an  important  service  for  the 
severely  handicapped  who-  need  service  but  haye  no  attendant  available.  Most 
taxicab  systems  do  not  permit  their  drivers  to  go  iiito  homes  or  otherwise  assist 
individuals. 

In  bome  communities,  dqor-to-door  service  is    provided  by  lo9al  service 
organizations  and  private  interest  groups  such  a^the  American  'Cancer  Society, 
the  Easter-  Seal  Society,  community  hospi^ls,  convalescent  hospitals,  or  senior 
citizen  groups.    However,  theae  services  are  usually  available  only  for  emer- ' 
gencies  and  certain  other  essential  trips.    Also,  most  of  the  services  cater 
to  specific  types  o£*disabilities  an^  have  strict  eligibility  requirements." 

CONCLUSION 

Clearly,  there  are  both  economic  and  noneconomic  benefits  in  Improved  mobil- 
ity.   Many  handicapped  persons  would  be  newly  able  to  work,  study,  and  partici- 
pate in  recfeational  activities.    Other  benefits  include  the  reduced  burden  of 
the  handicapped  on  friln4B  and  relatives  and  the  increased  contribution  to  the 

community  though  the  activities  of  many  talented  and  well-^educated  handicapped 

/ 

persons.     Also  of  bexifefit  would  be  the- reduction  of  emotional  burdens  of  physical 
problems  on'  individuals  and  the  entire* community ,  which  are  ofteSi  debilitating  , 
and  inhibit  productivity. 

The  psychological  benefits  to  t^he  handicapped  individual  are  also  important 
to  consider.    The  opportunity' for.- increased  n»obillty,  if  utilized,  necessarily 
increases  the  amount  and  variety  of  social  contacts,  and  these  contacts  .are 
likely  to  Improve  pc;rformanc^  in  various  roles  and:  to  enhance  self- concept". 
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The  transportation  needs  of  the  severely  handicapped  are  an  Important  ele- 
ment In*  any  program  which  seeks  to  make  this  group  more  independent  and  produc- 
tive.   Yet  finding  solutions  to  -their  transportation  problems  is  a  complex 
undertaking,  since  different  types  of  severely  handicapped  individuals  require 
different  of  transportation.    It  is  Important,  then,  that  a  wide  range  of  solu- 
tions be»explored  and  evaluated  so  that  the*,  most  effective  national  program- 
options  are  deveiJ.oped. 


I 


\ 
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Chapter  13  -  " 

EMPLOYMENT  AND  LABOR  FORCE  PARTICIPATION  OF  THE  SEVERELY  DISABLED 

/  .     •  * 

\ 

Ours  Is  an  economy  which  creates  jobs  and  allocates  people  to  Lhem  largely  . 
by  market  mechanisms  emphasizing  productivity.    While  some  humanitarian  concerns 
of  ten  mitigate  xionceras  for  pure  efficiency, ^We  as  a  society  do  not  generally 
argue  .for  creatioi)  of  ^a  job  for  anyone  who  wants  it..  This  being  the  case, 
it  is  necessary  to  accept  the'Ultter  .cQncomitant — that  there  are  many  who  could 
contribute  something  to  social  productivity  whose  offer  isUejected.    We  simpij^ 

-  '/  ■  .  .  _ 

do  not  want  everyone  who  could  work  at  some  level  to  do  so.  «i  * 

-An  example  may  be  useful.    W^i  came  across  an  experience  I3  "Czechoslovakia  ' 

where  three  per  sons,  impaired  by  polio  quadi^JL^legia  and  severe  respiratory 

failure  will  mc^st  likely  never  function  away  from  the  hospital  in  which  they 

are  placed.     They  were  trained  to  be  the  hospital  s  telephone  operators. 

'      •  *    ■»  ' 
On  reflecting,  one  wonders  whether  su^  aif  effort  would  be^mac^e  in  this^ 

country.     The  Cze<?h  operators  displaced,  at  the  hospital  switchhoard  by  the 

three  severely  disabled  persons  wpuld  be  placed  in  other  jobs.     In  tJhe  United 

States  ^e\do  not  so  allocate  people  and  positions.    V^ithout 'full  employment, 

our  people  are  reluctant  to  join  the  ranks  of  ^he  unemployed  to  make  way  fqr 

the 'tnost  severely  handicapped.  o 

Afl  one  of  our  litera^Lure  reviews  from  the  Center^for  independent  Living 

observed,  it  is  probably  technically  possible  to  teach  anyone  who  is  reasonably 

alert  and  has  some  movement  to  work.    The  problem  is  the  jobs. 

Thus  a  knowledge  of  the  labor  market  and  employment  experience  of  the 

.    severely^'disabled  and  the  barriers  they  face  in  engaging  in  labor  market  activity 

is  ess^tial  to  an  intelligent  assessment  of  alternative  poli9ies  designed 

to  enhance  their  employment  opportunities.     In  ^'this  section  we  review  the 
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■S  •  ^ 

t       exl8t;Lng  lj.terature  on  employment,  simmarize  Its  findings,  analyze  its  li^ita- 
V^.tions,'  and  point  -tp  possibles  future^-aieas  of  fruitful  research  effort.  We 

also  present  preliminary  statistic^  on  labor  market  activYty  of  the  severely. 
,       disabled^  derived  from  the  Urban  Institute  survey  of  VR  rejectees.     In  addition, 

we  discuss  the  Implications  of  alternative  policies  designed  XX>  increase'  employ- 

\  \    '  r 

ment  and^  the  quality  of ywork  for  the  disabled.  •  \    ^  ^ 

.Because  many  studies*  deal  with  the  disabled  in  general  or  c^egorize 

^    .  /  •   '  V       •     '  .  ■  ■         ^  ■ 

the  population  on  sgme'^basis  other  than  ^severity  of  disability,  it  nas  not 
been  possible  to  focus  exclusively,  on  the  s*eve^ely  handicapped.     Instead,  tt/e 
total  disabled  group  and  Various  specific  suj^g^oups  are  considered.    Wherever  ^ 
possible,-  inferences  are  drawn  about  those  who  would  be  considered  most  severely 
disabled  by  various  d^finitiond.    While!  this  approach  provides  the  s.trongest 

■  '      '    •   ^  •'  •  ' 

possible  foundation  for  meaning ful . an&ly sis,  mor^  definitive  statements  about 
the  most  severely  handicapped  must  await  future  rese'arch  efforrts^ 

We  begin  with  a  description  of  the  labor  market  status  of  the  disabled. 
We  then  purn  to  studies  related  to  emplo3mient  .barrier s  for  the  disabled.  We 
then  discuss  employment  related  programs  for  the  severely  disabled  and  con- 
clude with  a  discussion  of  policy  options. 

It  should  nqt  be  assumed  that  the  severely  disabled  <i^o  not  have  some  produc- 
tive capacities  either  in  the  competitive  economy  or  in  a  sheltered  situation* 
Even  though  some  severely  disabled  may  not  be  able  ta  work  in  traditional  ocpupa-  , 
tions  pr  in  sheltered  positions,  many  of  them  maybe  capable  of  performing  • 
gainful  work — producing  good's^  or  services  that  have  economic  valu^^e — even  though 
these  good3  are  not  produced  at  competitive' prices  and  this  labor  is  not  compen- 
sated  (e.g.,  volunteer  activities).    Some  of  the  demonstration  programs  cited 
later  in  this  analysis  suggest  that  some  severely  disabled  individuals  may 
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have  productive  potential  through  proper  counseling,  training,  and  job  restruc- 

tuning.  •  ^  ( 

Besides  the  llmftatlons  placed  on  the  severely  disabled,  by  their  Impair-, 
oents  fmd  their  socioeconomic  characteristics,  other  factors  affect  tjielr  level 
o/partl<:tpatlon.    Among  these  factors  are  Inadequate  aggregate  demand,  capital 
disincentives,  employer  lack  of  awareness  of  the  capabilities  of  the^handlcapped, 
.and  posQ^ly  dlscrljnlnatlon. 

The  paucity,  of  studies  on  the  laborymarket  activity  of  the  severely  handi- 
capped or  even  oJ  the  handicapped  as  a  whole  precludes  determining  with  any  re- 
liability how  many  would  be  able  to  enter  Into  different  kinds  of  work  situa- 
tions, what  wou^  6e  the-most  productive  use  of  their  capabilities,  and  what 
would  be  the  magnitude  of  the  tangible-j^d  -  intangible  benefits  produced  as 
■  a  result  of  their  work.-  This  analysis,  therefore^^ly  suggests  what  might 
be  possible  ahd  describes  some  preliminary  programs  that^lght  be  expanded 
as  warranted  by  experience  to  meet  demand.    Estimate's  are  provided  where,  pos- 
sible of 'what  it  might  cost  to  )aeet  eom  of  the  employment  service  needs  of 
the  severely  handicapped.    Benefits  are  discussed  in  the  most  general  terms  " 
with  some  crude  estimates  of  probable  values. 


LABOR  MARKET  EXPERIENCE  OF  THE  DISABLED 
One  of  the  problems  with  investigating  labor  market  characterlstlcB  from 
survey  data  is  the  tautological  nature  of  most  of  the  data  available.  Most 
data  files-define  disability  in  terms  of  the  ability  to  perform  on  a  Job. 
Severely  fiisable^  individuals  are  people  who  cannot  work  at  all.    Thus,  the 
severely  disabled  are  not  well  represented  in  the  labor  market.    Given  this 
definition,  one  la  not  surprised  U>  find  that  the  disabled  work  less  than  other 
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peopleo-and  have  lower  eariilrilg;8^    One^ts  also  not  sur|)rlsed  to'  find  that  the 
severely  disabled  work  even  le.ss' and  eWn  even  less  than  the  partially  disabled^ 
Disability  and  Labor  Supply  ^  ^  '  ' 

Several  studies  have  been  undertaken  to  estimate  the  relationship  between 

'  1      r  • 

disability  and  labor  supply.      They  founjtf  that  disability  consistently  reduces  , 
labor  supply,  regardless  of  the  measure  used  to  estimate  either  labor- supply 
or  disability.    Disabled  persons  have  fabor  force  participation^rafes  that 
are  5  to  25  percentage  points  ld|we*r  than  rates  for  comparable' nondisabled  pers^,ns. 
Moreover,  disablec^persons  tend  to  work  4  to  8  fewer  weeks  per  year v and  afe 
more  lik^y.to  be  part-time  workers  (i.e.,  working  less  than  35  hours  per  week). 
The  magnitude  of  these  effects  on  labor  supply  varies  vith  race,  sex,  and  sever- 
ity  of  disability.  • 

For  example^  one  study  found  that  t:h&=effect  of  disability  on  the  labor 

force  participation  of  nQn—white  males  was*  notably  *larger  than  the  effect  for 

2  \  V 

other  sex-race  groups.      Nonwhite  disabled  males  ^had  participation  rates  that 

were  25  percentage  points  lower  than  those  of  comparable  nonwhite  nondisabled 
males,  whereas  disabled  persons  in  the  other  age-sex  groups  had  participation 
•rates  that  were  1%  to  19  percentage  points  lower  than  those  of  comparable  non- 
disabled  persons  in  these  age— sex  groups . 


1.  Monroe  Berkowltz  and' William  G.  Johnson,  "Health -and  Labor  Force  Par- 
ticipation," Journal  of  Human  Resources,  Winter  1974;  William  G.  ^Bowen  and 

T.  Aldrich  Finegan,  The  Economics  of  Labor  Force  Participation,  (Princeton 
University  Press,  1969);  Fechter  et  al.,  "Disability  and  Labor  Supply," 
Working  Paper  963-32,  The  Urban  Institute,  Washingtpp,  September  1973;  Belton 
M.  Fleiaher,  "The  Economica  of  Labor  Force  Participation:  A  Review  Article," 
Journal  of  Human  Regources»  Spring?  1971;  Harold  S.  Luft,  "The  Impact  of  Poor 
Health  on  Earnings,"  The  Review  of  Economics  and  Statistics,  February  1975;  and 
Richard  M.  Scheffler  and  George  tfden,  "The  Efi^ect  of  Disability  on  Labor  Supply," 
Industrial  and  Labor  Relations  Review,  October  19  74. 

2.  Luft,  "Impact  of  Poor  Health."  ^ 
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Another  study,  using''  the  same  data  J)ase,  estimated  that  participation 

ratfes  were  5  percentage  points  lower  for  black  males,  age  255*64,  and  10  per-::\ 

3 

centage  polniis  lower  ft)r  whlt^  males,  agq^25--6A»      It  also  found  a  l^axger 

Impact  for  older  males  (55-64  y^ars^old);  9  percentage  points  for  white 

p    ^  '  " 

males  and  23  percent  for  black  males.    Differences  between  rhe  two  studies 

t 

in  their  findings  reflect  differences  in  age  cpmposition  of  their  samples,  ^ 
differences  in  control*  variables,  and  differences  ir^the  way  disabtlipty  was 
assumed  to  Impact  on  labor  markets. 

Only  two "studies  were  found  that  tried  to  estimate  the  effect  of  severity 
df  disatil^ty  on  labor  supply".     Berkowitz  and  Johnson  employed  the  Social  Security 
Survey  of  Disable^  Adults  to  examine  the  effect  of  an  index  of  severity'on 
employment  rates  of  disabled  males.      Their  index  was  a  combination  of  functional 
limitations  ^d  mental  and  neurological  Qpndttions.    They  found  that  employment 
rates  were  significantly  lower  for  males  of >oth  races  with  mental  and  neurolog- 
ical conditions  an^l  for  white  males  with  limitations  in  their  ability  to  lift. 
They  also  found  that  there  was  no  significant  difference  in  employment  rates 
among  older' males  (55-64)  classified  by  theii^  index  of  severity.     Fecht^er  et 
ai.  employed  the  Survey  "^f  Economic  Opportunity  to  assess  the  effect  of  severity 
on  labor  force  participation  and  found  that  a  smaller  fraction  of  the  severely^ 
disabled  participated  in  the  labor  force  in  1966.^    The  effect  of  severity  on 
labor  force  participation  was  found  to  be  considerably  smaller  for  white  females 
than  for  other  age-sex  groups.    White  females  who  were  severely  disabled  had 
participation  rates  that  were  3  to  14  percentage  points  lower  than  those  of 
comparable  partially  disabled  white  females;  in  contrast,  severely  disabled 
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3.  Scheffler  and  Iden,  ''The  Effect  of  Disability." 

4.  Berkovxitz  and  Johnson,  '*Heal|h  and  Labor  Force  Participation." 

5.  Fechter  et  al.,  "Disability  and  Labbr  Supply." 
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persons  lu  the  other  age-sex  groups  had  participation  rates  that  were  40  to  ^ 
50/percentage  points  lower  than  those  of  comparable  part^ially  disabled  persons 
in  the  other  age^sex  groups.  '  .  • 

Given  labor  force- participation,  the  studie^found  that  disabled  workers  ^ 

tend  to  work  3^ to  8  fewer  weeks  per  year  than  do  comparable  nondisabled  workers. 

i 

One  study  investigated  dJJEferences  between  partially  disabled  and  severely 

disabled  workersvin  the  number  of  weeks  worked  per  year  and  found  that  the 

severely  disabled  worked  l^o  5  we^ks  less  ^er'jrear  than  did  comparaflle  partially 

disable^  workers.     It  also  found  thajt  severity  had  a  larger  Impact  on  men  than 

on  women  in  weeks  worked  per  year.     The  differential  was  8  weeks  for  males 

of  both 'races,  1  week  for  white  females,  and  5  weeks  for  nonwhite^  females. 

Disability  and  Labor  Demand 

Decisions  to  look  for  wbrk  are  made  by  suppliers  of  labor;  hiring  and 

employment  decisions  are  made  by  demanders  of  labor,  usually  employers.  These 

demand  decisions  reflect  employer  perceptions  ot^costs,  labor  productivity, 

and  the  demand  for  the  product  being  produced  and  are  manifest  in  employment 

and  earnings  patterns.    A  number  of  studies  have  examined  the  Impact  of  disa-  ^ 

bility  on  employment  and  eatnljigs.^    Not  surprisingly,  they  find  that  disabled 

workers  have  Igwer  annual  earnings  because  they  work  fewer  weeks  and  have  lower 

weekly  earnings.    The  lower  weekly  earnings,  in  turn,  re|^ect  a  greater  tendency 

on'the  part  of  disabled  workers  to  work  part-time. 
8 

Luft    found  that  the  disabled  earned  $500-$l,400  less  per  year  than  comparable 
nondisabled  persons,  that  weekly  earnings  of  the  disabled  were  anywhere  from 


6.  Ibid.,  Table  3.5;  and  Scheffler  and  Iden,  "The  Effect  of  Disability." 

7.  Pechter  et  al.,  "Disability  and  Labor  Supply." 

8.  Joseph  M.  Davis,  "Impact  of  Health  on  Earnings  and  Labot  Market 
Activity,"  Monthly  Labor  Review,  October  1972;  Pechter  et  al.,  "Disability 
and  Labor  S^ipply";  Robert  E.  Hall,  "Wages,  Income,  and  Hours  of  Work  in  the 
U.S.  Labor  Force,"  in  Glen  G.  Cain  and  Harold  V    Watts,  eds..  Income  Maintenance 
and  Labor  Supply  (Chicago:  Rand  McNally  ©ollege  Publishing  Company,  1973);  Luft, 
"The  Xmpact  of  Poor  Health." 
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$13  to  $18  lesa  per 'week  than  weekly  earnings  of  cpmp^rable  nondisabled  i^ersons, 

'  •        '   '      ^  J  ' 

and  that  hourly  e^inlngs  of  the  disabled  raiige  from  6  to. 38  cents  less  than 

hourly  earnings  for  com^)arable  nondlsabled  workers.    He  also  found  that  disabled 

workers'^D^k  4  to  8  weekg.  less  , per  year  than  comparable  nondlsabled  Workers. 

Pecfcter   'found  that  full-time  disabled  workers  had  wage  rat^eS  that 

were  7  to, 42  cents  .per  hour  less  'th^n  those  of  comparable  nondlsabled  workers*  ^ 

■'•        *    •  ^  '■     If      •  • 

itii  196.6.  /They  also  found  that  the  ,dlf  ferentlal  tended  to  be  larger  for  men 

...  ■    I       ■  '  "  * 

than  for  women  and  larger  for  whites  than  for  nonwhltes.  -  ^  ' 

Davis, ■^'^  using  a  longitudinal  survey  of  males  agfed  4'5-54,  found  that  disabled 
^en  earn  $700-$li 500  leas  per  year  than  nondlsabled  men  with  comparable  educa- 
tions.    He  also  found  that  d^^sabled  men  have  hourly  earnings  that  range  from 
equal  to  or  as  much  as  51  cents  lower  than  nondlsabled  men  With  comparable 
educations.     l|i  addition,  disabled  men  work  42  to  208  hours  per  year  less  than 
nondlsabled  meili  with  comparable  educations. 

.  Hall,.^'^usltig  the  19'67  Survey  of  Economic  Opportunity,  found  that  workers  * 
i       *       '  ■  ' 

with  disabling  conditions  earned  an  hourly  wage  that  was  5  to  10  percentage 

points  lower  than  that  of  comparable  workers  with  no  disabling  conditions. 
The  diifferentlal  was  larger  for  males  than  for  females  and  was  statistically 
significant  only  for  males. 

The  employment^aexperience  df  those  who  are  less  severely -handicapped  provides 
an  indication  of  what  the  enployment  prospects  are  likely  to  be  for  the  most 
severely  handicapped.    Generally,  the  handicapped  are  members  of  the  secondary 
labor  market,  employed  part-tline.  in  low-skilled  occupations  as  operatives  or  labor- 
ers.   The  Social  Security  Survey  of  Disabled  Adults  estimated  that  19.7.  percent 

I 


9.     Fechter  et  al.,  "Disability ^and  Labor  Supply." 
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11.  Hall,  "Wages,  Income,  and  Houts  of  Work." 


3x3 


296 


of  the, employed  disabled  population  in  1966  were  in  professional  and  managferlal 
occupations.    Of  the  employed  severely  disabled,  only  14.1  percent  vere  in 
these  occupations.    Working  in  clerical  and  sales  occupations  were  17.9  percent 
of  the  employed  dijsabl^d;  only  11»5  percent  of  the  employed  severely  disabled 
worked  in  such  occupations.     In  each  instance  this  is  a, lower  proportion  than    ^  ' 
tor  the  nondls&bled.    Of  tlie « employed  disabled,  29.2  percent  were  craftsmen 

an<?  operatives,  while  15.5  percent  of  employed,  severely  disabled  worked  i.n 

/ 

these  occupations.    Working  as  fapiers,  farm  managers,  farm  foremen^  and  fam^^ 

laborers  were  ll.b  percent  of  the  employed  (Jisabled  (a  much  higher  percentage 

than  in  the  employed  general,  population) ,  with  an  even  higher  percentage 

(22  percent  oi.  the  employed  severely  disabled)  working"  in  these  occupations. 

Of  the  employed  disabled,  2.4  percent  worked  as  service  and  private  \iouseho Id 

workers  and  laborers,,  compared  to  37.0  pe^ent  of  the  severely  disabled  employed. 

The  percent  for  the  severely  disabled  is  higher  than  in  the  general  working 
12 

populatidn.  ,  ^ 

It  is  generally  assumed  that  locai^^d  national  labor  market  conditions 
will  have  a  profound  effect  on  employment  of  the  handicapped,  since  the  disabled 
are.  often  last  hired-  and  first  fired,    A  significantly  higher  involuntary  termina- 
tion rate  among  the  11,000  disabled  workers  than  among  the  nondisabled  controls 

13 

in  a  national  study  conducted  by  the  Bureau  of  Labor  Statistics  in  1948  tends 
to  support  this  belief.     The  authors  attributed  the  high  rate  of  firing  of 
dioabled  workers  to  the  postwar. influx  of  nondisabled  returning  veterans. 
They  also  found  a  Jtendency  among  many  of  the  109  manufacturing  plants  surveyed 
to  reinstate  policies  against  the  hiring  of  disabled  workers  after  having ^^xieJ^ii^ed 


•  12.  Gertfrude  L.  Stanley,  Work  and  Earningo  of  the  Disabled,  Report  No.  17, 
Socif|l  Security  Survey  of  the  Disabled:  1966  (DHEW,  1971). 

13 .    The  Performance  of  Physically  Impaired  Workers  in  lianuf acturin;^  In- 
duQtries,  L'abdr  Statistics  Bulletin  No.  923,  1948. 


such  policies  during  the  war*  years.    Certainly  things  are  differe-t  today,  but 
unfartunately  there  ap^^ears  to  be.no  more  recent  national  survey  providing 
comparable  kinds  of  information.    The  entire  question  of  differential  treatment 
of  tlie  handicapped  requires  further  research. 

In  1966,  when  unemployment  was  at  one  of  the  lowest  points  in  the  decade, 
employment  prospects  for  the  severely  disabled  should  have  been  quite  promising. 
But  15  percent  of  those  severely  disabled  who  were  looking  for  work  were  unable 
to  find  it.     In  less  prosperous  times,  the  handicapped  (who  are  members  of  the 
secondary  labor  force)  may  be  among  the  first  to  be  fired  and  must  compete 
against  a  pool  of  better- trained,  more  experienced  individuals  for  the  limited 

Supply  of  available  positions.     Thus,  inadequate  aggregate  demand  should  seri- 
ously limit  the  employment  prospects  for  the  handicapped  and  particularly  for 
the  severely  handicapped.  .  .  ^ 

Two  unpublished  studies  have  analyzed  national  data  on  employment  charac- 
teristics  of  the  disabled  with  the  purpose  of  determining  whether  or  not  the  de- 
mand fot  disabled  workers  differs  in  any  significant  way  from  the  demand  for 
other' workers."^.*  Both  studies  concluded  that  it  does  differ  and  that  disabled 
wrkers  generally  belong  to  the  secondary  labor  market,  which  is  "characterized 

'  by  lower  wages,  lower  skill  levels,  fewer  opportunities  for  advancement,  and 
more  frequently  part-time  and  part-yea^  work  than  the  primary  labor  market." 

The  purpose  of  the  1973  paper  by  Wolkoyitz  is  to  determine  whether  the 
demand  for  the  labor  of  disabled  workers  differs  in  any  significanii  way  from 
th^  demand  for  the  labor  of  nondisabled  workers,  and,  if  so,  how  and  why,  with 
a  view  to  enabling  the  racking  of  intelligent  policy  aimed  at  integrating  disabled 


14.     David  Tausig,^^^e  Participation  by  the  Disabled  in  the  Secondary  Labor 
Markets,"  unpublished  student  paper  in  connection  with  the  Institute  for  Urban 
and  Regional  Planning,  U.C.  Berkeley,  1972;  Benjamin  Wolkowltz,  "Characteristic(s 
of  the  Demand  for  Disabled  Workers,"  Working  Paper,  The  Urban  Institute,  Washing- 
ton, 1973. 
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workers  into  the  general  work  force.    Using  aggregate  *data  on  (a)  disabled  workers 
in  the  Survey  of  EconopttlG  Opportunity  Sample  and  (b)  nondisabled  workers  In  the 
same  oc^cupatlon/ industry  categories  from  the  same  sample,  he  found  that  dis- 
.  abled  and  nondisabled  labor  we're  not  substitutes  for  one  another.    A  difference 
in  hourly  wage  (nondisabled  $2.91,  disabled  $2.63)  was  fouhd,  but  it  was  deter- 
mined  to  be  nonsignificant.  .  .. 

Disabled  workers  Vere  found  tlo  be  older,  less  well-educated,  more  commonly 
white,  and  more  commonly  male  than  their  nondisabled  counterparty.    The  results^ 
imply  that  the  npnsubstitutability.  of  the  two  groups  may  result  from  age  and/^r 
education  as  weir  as  impairment.     It  was  also  found  that  disabled  worker's  were 
more  often  employed  part-year  or  part-titae  than  nondisabled  workers.  This 
was  taken  as  evidence  of  disabled  workers'  bielonging  to  the  secondary  rather 
than  the  primary  lab^^^force. 

By  disaggregatinjg  the  "labor  inputs  into  occupational  and  industrial  cate^ 
^    gories  the  author  found  that  disabled^workers  have  a  dispr^ortionately  large 

rejpresentation  in  the  operative  occupations,  which  are  relatively  unskilled  and 
^     poorly  paid  jobs.     And  even  within  the  operative  occupation^  there  was  found  to 
be  a  very  low  leyel  of  substitutability  of  disabled  and  other  workers. 

The  Tausig  study  used  the  1966  Social  Security  Survey  of  Disabled  Adults  for 
basic  data.     Consistently  lower  ratefi  of  labor  force  participation,  median  earn- 
ings, occupational  status,  and  industry  status,  and  consistently  higher  rates  of 
unemployment  and  part-time  work  were  fbund  among  the  di6^bled  more  than  among  the 
general  population.  Also  it  was  consistently  found  that  in  each  of  these  cate- 
goriesjj,  disabled  females  were  in  an  even  worse  position  relative  to  all  working 
females  than  disabled  males^were  in  comparison  to  all  working  mallss.    And  a 
comparison  between  the  severely  disabled  and  the  general  population  revealed 
that  the  employment  status  of  the  severely  disabled  was  even  \^or>ae  relative 
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to  the  population  in  general  than  was  that  of  disabled  females  relative  to 
females  in  general. 

However,  t]he  author  found  that  within  'occupational  categories,  wage  rates 
for  the  dlsable'd  were  not  significantly  different  from  those  for  the  non-disabled.. 
(This  is  consistent  with  the  Wolkowitz  findings.) 

Tausig  also  examined  the  labor  market  status  of  197C  rehabilitants,  using 
Rehab i^Ltrat ion  Services  Administration  data.    He  found  that  18.1  percent  of 
rehabilitants  were  placed  as  homemakers^  unpaid  household  workers,  or  sheltered' 
workshop  employees— occupations  generally  even  below  the  secondary  labor  market 
in  terms  of  wages,  opportunities  for  training  and  advancement,  etc.    (One  might 
call  this  the  "tertiary  labor  market".)    Among  the  rest  of  the  rehabilitants,  y 
51.6  percent  were  in  the  four  lowest  paying  occupations,  compared  to  22.0  percent 

^of  the  general  working  population  (more  than  twice  as  high  a  proportion). 

/ 

Among  rehabilitants  48»8  percent  earnjed  less  than  $3,500,  compared  to  39.6 
pl|prcent  of  the  general  working  population.  ^ 

The  author  concludes  that  not  only  disabled  people  in  general  but  also 
rehabilitants  are  by  and  large  trapped  in  the  secondary  labor  marlcet.    He  ar-' 
gues  that  movement  out  of  the  secondary  into  the  primary  market  is  difficult 
because  of  heavy  restrictions  on  entry  into  the  latter.    He  also'  argues  that 
national  macroeconomic  policies  aimed  at  increasing  the  demand  for  labor  do  not 
have  a  great  effect  on  the  secondary  market.    He  further  points  out  that  educa- 
tion and  formal  training  are  irrelevant  to  most  secondary  labor  market  Jobs. 

The  Wolkowitz  and  Tausig  studies  present  convincing  evidence  that  the 
demand  ^or  disabled  workers  is  less  than  the  demand  for  workers  in  general 
and  that  disabled  workers  are  part  of  a  secondary  labor  force  which  does  not 
share  the  relatively  high  wages.  Job  security,  and  full-time  employment  of  ^ 
the  greater  part  of  the  labor  force  .in  thi^  coyntryt 
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However,  these  studies  do  not  offer  reasonable  evidence  on  the  possible 
causes  for  the  difference  in  demand.    Wolkowitz's  finding  of  little  substitute 
ability  between  disabled  and  nondisabled  workers  is  weakened  by  the  fact  that 
he  found  no  difference  in  observed  wages  between  disabled  and  nondisabled 
workers  after  they  had  been  standardized  for  social  and  demographic  charac- 
teristics.   Thus,  the  observed  lack  of  substitution  may  more  realistically 
reflect  lack  o£  observed  incentive  to  substitute  rather  than  unwillingness  ^ 
or  inability  to  ^Substitute 

The  differences  in  labor  demand  discussed^  dbove  may  Reflect  differences 
in  the  cost  of  having  disabled  workers  or  prejudice  against  them,  or  some 
combination  of  these  factors.    They  may  also  reflect  supply  factors.    We  try 
to  evaluate  these  factors  in  sections  below  on  ^^and  and  supply  barriers. 
It  is  clear,  however,  that  more  research  on  the  causes  of  these  differences  / 
in  demand  will  be  needed  before  rational  policy  can  be  formulated. 
Evidence  fromjUrban  Institute  Survey 

The  Urban  Institute  survey  of  individuals  rejected  from  the  Vocational 
Rehabilitation  program  focused  ^on  a  number  of  emplojnment-related  questions: 
What  was  the  predisability  emplojnnent  status  of\this  group?    How  many  severely 
handicapped  are  employed?     What  kinds  of  services  do  they  need  to  enter  the 
labor  market?    Are  these  services  currently  available? 

Prior  to  their  being  disabled,  .the  sample  population  worked  in  a  wide 
range  of  professions,  as  illustrated  in  Table  13-1. 
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Table  13-1 


Usual  Job  Prior  to  Disability,  VR  Sample 
,**  « 


Job 

Professional 

Managerial 

Sales  41 

Clerical 

Craftsmen 

Operatives 

Transportation  operators 
Laborers 
Farm  managers 
Farm  laborers 
Service  workers 
Private  household 
Missing  -  no  answer 


Total 


Number 

50 
42 
34 

84 
165 
145 
51 
73 
8 
9 

143 
23 
62 

889 


Percent 

5.6 
4.7 

'  3.8 
9.4 
^18.6 

16.3 
5.7 
8.3 
0.9 
1.0 

16.1 
2.7 
7.8 

100.0 


\ 


A  number  of  observations  can  be' made  from  Table  13-1.     Fjbrst,  almost  the 
entire  sample  had  some  usual  occupation.     Second,  professionals  and  managers — 
genewally  considered  higher-;Lncome  people — comprised  10.3  percent  of  the  sample. 
This  is  a  bit  lower  than  the  14.1  percent  found  in  the  Social  Security  Survey 
of  Disabled  Adults  in  1966.  Third,  craftsmen,  operatives,  and  service  workers 
are  the  leading  occupations  on  *a  percentage  basis  by  a  wide  margin,  and  the 
three  occupations  comprised  51  percent  of  the  sample,  which  compares^to  52 
perceqit  from  the  Social  Security  Survey. 

^Of  the  sample  population  who  worked  prior  to  disability,  the  survey  indi- 
cates that  this  was  a  rather  industrious  group.     For  example,  67  percent  of 
the  entire  sample  worked  fuljl-tlme  for  at  least  IX  years.    Furthennore,  48.5 
percent  worked  full-time  for  at  least  20  years.    This  long  work  history  is 
consistent''  with  the  fact  that  51  percent  of  the  saiiple  is  51  years  old  and 
above,  giving  ^hem  ample  opportunity  to  have  a  long  work  history. 
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Other  indications  of  the  commitment  of  the  sample  population  to  work^are 
number  of  hours  usually  wq^g^ad  in  a  week  and  the  number  of  weeks  usually  worked 

in  a  year.     In  their  usuAl'^jobs,  approximately  75  percent  of  the  sample  worked 

.    »-    «       '  * 

at  least  40  weeks  and  8A  percent  worked  at  least  33  hours  a  week.  v 

The  earning  power  of  the  Sample  at  their  usual  Job  prior  to  their  disa- 
bility is  illustrated  in  Table  13-2. 


Table  13 

-2 

Last 

Yearly  Income 

from  Usual . Job 

Yearly  Income  Range 

Number 

Percent 

$      1-  2400 

2401-  4800 

4801-  8000 

8001-10000 
10000+ 

Mlsslng  -  No  answer 

102 

2i5  • 
257  / 
'81 
91 
143 

11.5 
24.2 
28.9 
-  9.1 
10.2 
16.1 

Total 

889 

100.0 

From  Table  13-2  we  can  make  the  following  observations.    Although  they  were 
working  prior  to  disability,  11.5  percent  of  the  sample  made  incomes  of  $2,500 
or  less  and  35.7  percent  made  incomes  of  $4,800  or  less.     Thus,  over, half  are 
in  Income  ranges  below  the  current  poverty  level.     On  the  other  hand,  10.2 
percent  made  $10,000  or  more.  In  addition,  19.3  percent  of  the  sample  earned 
$8,000^or  iQore.     Finally,  the  highest  proportion  of  the  sample  (28.9  percent) 
were  in  the^$A,801-$8,000  income  range.     Considering  that  this  reflected  earning 
for  timeli^ejflods  prior  to  1973,  these  could  be  considered  "average"  incomes 

•  i  ' 

when  inflation  is  taken  into  account. 

Thu^-tl>e  sample  population  was  employed  prior  to  their  disability.  They 
were  hat^wotki^g,  and  many  were  earning  an  average  income.    JThe  ipajority  of 

■     ^< 'A 
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this  population  were  not  working  at  time  of  interview.  In  Table  13-3  the  reasons 
for  their  not  working  are  cited. 

As  Table  13-3  reveals,  82.5  percent  of  the  sample  cited  their  "physical 
condition"  as  the  main  reason  for  not  working.    All  the  other  major  reasons 
cited  for  not  working  were  not  significant  compared  to  this.. 

Secondary  reasons  for  not  working  which  are  of  significance  covered  a 
wide  range.     The  most  frequently  mentioned  reason  is  that  employers  would  not 
'  hire  them^  followed  by  the  problems  of  finding  work  near  the  level  of  the  indivi- 
d  dual's  ability.    Other  important  factors  included  transportation  problems  and 
finding  jobs  with  part-time  or  flexible  work  schedules. 

While  most  of  the  severely  disabled  rejected  from  Vocational  ^ehabilita- 

^  '  / 

tlon  are  not^  working  in  1975,  a  part  of  the  sample  have  jobs  now  or  have  worked 
within  a  year  of  the  time  they  were  interviewed.    Table  13-A  gives  the  percentag 
of  disabled  who  are  working  now  as  yxell  as  how  long<ago  other  individuals  in 
the  sample  last  worked. 

/     .  ^  •      .  . 
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Table  13-3 
Reasons  for  Not  Wo£]clng,  VR  Sample 


Reason  for  not  working 

Main  Reason 

Second 

Reason 

f] 
u 

N 

% 

N 

% 

Income  from  working  wouldn't  cover 
loss  of  medical  and/or.  cash  benefits 

13  • 

1.5 

32 

3.6 

Transportation  cdsts  or  difficulties 

5 

0.6 

.  V 

64 

1.1 

Other  costs  too  hlgh'Cchlld  care,  wear 
and  tear  on  prosthetic) 

3" 

0.3 

5 

0.6 

Disability/health  too  t^evere  or 
impaired  ' 

733 

82,5 

20 

2.2 

Couldn't  find  Job  with  part-time 
or  flexible  schedule 

7 

0.8 

63 

7.1 

Union  policies  do  not  allow 
flexibility 

Employer  will  not  hire 

23 

2.6 

6 

100  . 

0.7 
11.2 

Couldn't  find  work  near  level  of 
ability 

17 

1.9 

80 

9:0 

Fellow  workers  would  discriminate 

1  ^ 

0.1 

1  , 

Needed  at  home 

4 

i  0.4 

\ 

17 

1.9 

/ 

Waiting  to  go  to  work 

/  2 

0.2 

^  7 

0.8 

Don't  want  to  work 

vO.2 

4 

0.4 

Need  attendant  to  work 
None 

8 

334 

0,.9 
37.6 

Don' t  know 

38 

4.3 

No  answer                        ..  « 

68 

7.8 

75 

8.4 

Other 

11 

1.0 

J 

32 

3.6 

Total 

889 

100.0 

889  V 

100.0 
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Table  13-4 
Current  Employment  Status,  VR  Sample 


^^tatus 

Number 

J*  ere  en  t 

Currently  employed 

53 

6.2 

Worked  less  th^  5  months 

ago 

14 

1.6 

Worked  6  months  to  1  year 

ago 

35 

3.9 

Worked . 2  years  ago 

104 

11.7 

Worked  3-5  years  ago 

390 

43.9 

Worked  6-10  years  ago 

156 

17.5 

Worked  11-20  years  ago 

54 

6.1 

Worked  21-87  years  ago 

18 

2.0 

Other 

51 

5.7 

Missing 

12 

1.3 

Total  0 

889 

100.0 

L 


Table  13-4  is  quite' r&^ealing..   Despite  the  fac^  that  the  sample  consists 

of  individuals  rejected  by  Vocational  Rehabilitation  as  tJo  severely  disabled 

to  rehabilitate,  11.7  percent  of  the  sample  had  worked  within  a  ^ear  of  the 

date  they  were  interviewed.    At  the  time  of  interview,  6.2  percent  of  the  sample 

were  employed.    Although  most  of  the  persons  rejected  by  VR  are  not  currently 

working,  the  fact  that  tlvLs  percentage  coul4  find  employment  seems  to  suggest 

some  small  slippage  in  VR  procedures. 

Of  the  severely  handicapped  who  are  currently  working,  approximately  71 

15 

percent  have  perfect  Barthel  Index  scores,      which  indicates  that  they  have 

/ 

few  problems  in  carrying  out  the  activities  of  daily  living  (ADL) .  Furehermore, 
an  additional  13  percent  had  Barthel  scores  in  the  91-99  range,  which  means 
they  have  onJLy  slight  problems- in  carrying  out  ADL.     In  contrast  to  these 


jy;     The  higher  the  Barthel  score,  the  less  limitation  or  severity.  A 
100  score  shows  little  severity.    A  detailed  discussion  of  the  Barthel  Index 
as  well  as  the  distribution  of  the  scores  for  the  entire  aam^e  can  be  found'  ^ 
in  Section  VIII,  Chapter  28,  Financial  Options. 
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nearly  perfect  Barthel  s^ioresi  are  the  scolres  for  those  not  now  empldyed, 
only  43.3  percent  of  whom  have  perfect  Barthel* scores ♦  ^ 

Other  comparisons  between/  those  currently  employed  and  those  not  working 
cdh  also  be  made.    Those  employed  are  disproportionately  female;  53  percent 
of.  those  employed  are  female,  when  only  38.6  perc.ent  pf  the  sample  are  women. 
This  is  in  contrast  to  the  "not  working"  group,  which  is  63  percent  male. 

In  terms  of  age,  race,  sex,  education,  and  geographical  location  the 
currently  employed  and  not  working  are  roughly  comparable  on  a  percentage  ba-r 
sis  in  the  various  categories  which  are  compared.    Thus,  perfect  Barthel  ^ 
scores  and  sex  appear  to  be  the  characteristics  which  differentiate  the  cur-:- 
rently  employed  from  the  "not  working." 

Having  looked  at  the  characteristics  of  those'currently  employed,  the 
next  petition  will  focus  on  the  characteristics  of  those  currently  employed 
together,  with  those  who  were  working  within  a  year  of  the  time  they  were  inter- 
viewed.   The  Barthel  scores  for  this  population  are  given  in  Table  13-5. 


Table  13-5 

Barthel  Scores  for  Currently 
and  Recently  Employed,  VR  Sample 


Score 

Number^ 

Percent 

0  - 

20 

1 

1.0 

21  - 

61 

2 

1.9 

62  - 

90 

19 

18.3 

91  - 

99 

o 

10 

9.6 

100 

'  72 

69.2 

Total 

104 

100.0 

As  Table  13-5  indicates,  69.2  percent  of  this  particular  group  have  perfect 
Barthel  scores  and  78.8  percent  have-  a  score  of  at  least  91.     Finally,  only 
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J.  percent  (one  Individual)  has  a  BartheJL  sciore  In  the  0-20  range.  Again,  there 
appeans  t;cr  be  some  relationship  between  a  high  Barthel  score  and  employment. 

In  terms  of  age,^  40*3  percent  of  this  particular  population  Is  51  and 
above.  Females^  comprise  51.9  percent  atid  mate  48.1  percent.    Other  key  tharac- 


terlstlcs  of  the  currently  and  recently  employed  can  be  found  In  Table  13-6. 


^able  13-6 

Characteristics  of  Currently  and  Recently  Employed,  VR  Sample 


Race 

White 
Bl^ck 
Hispanic 
Unknown 


Total 


Education 

1  -    6l  grades 

7  -  10"\ 
11-12 
13-16 
Unlcnown 

.    ^  Total 

Marital  Status 

Single 
Married 

Separated/ d Ivorced 
Widowed 

Total 

GeoRraphlcol  Location 

Large  city 

Suburb  of  large  city 

Small  city 

Suburb  of  small  city 

Small  .town 

Rural 

Total 


.^umber 
72 


Percent 


69.2 


J 

9  Q 



9  Q 

104 

\ 

10 

9.6 

40 

38.5 

42 

AO. A 

11 

10.6 

1 

1.0 

104 

100.0 

• 

17 

16.3 

62 

59.6 

19 

18.3 

6 

lOA 

100.0 

52 

50.0 

10 

-  9.6 

17 

16.3 

1 

1.0 

14 

13r.5 

10 

9.6 

10  A 

100.0 
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As  with  the  general  VR  population,  the  currently  and  recently  anployed  are 
mostly  white,  married,  and  residents  of  urban  areas.^   In  terms  of  education, 
the  currently  and  recently  employed  have  mor^^^^ucation  than  the  general  sample. 
For  example,  52  percent  have  completed  at  least  the  eleventh  grade,  while  only 
43  percent  of  the  general  sample  has  that  much  education.    The  same'  general 
relationship  hold/^for  the  currently  and  recently  employed,  who  have  more  formal 
education  than  the  general  sample.    Finally,  28.8  percent  of  the  currently 
and  recently  employed  have  incomes  of  $9,000  and  above. 

While  a  significant  percentage  of  the  samplei  are  and  have  been  employed, 
most  rejects  from  Vocational  Rehabilitation  program  are  npt  working.  JAs  a  con- 
"bsquence,  it  is  important  to  determine  the  types  of  help  the  handicapped  need 
in  order  to  go  to  work.    Table  13-7  delineates  Wki  types  of  services  that  the 

severely  handicapped  perceived  they  need  in  order  J  to  go  to  work.  ' 

I 

Table  13-7  may  be  a  useful  aid  in  designing  k  special  work  program  for  the 
severely  handicapped.    The  services  most  frequently  cited  by  the  severely  handi- 
^capped  seem  to  be  divided  into  two  categories ,  otie  related  to  the  intensity 
and  duration  of  work  and  the  other  to^pre-work  acitivitiea.    The  first  category 
includes  the  need  for  light  work  only  (61.9  percent),  reduced  work  schedule 
(47.5  percent),  and  flexible  work  schedule  (40.0  percent).    The  prework  needs 
most  frequently  cited  were  transportation  and  special  training  or  education. 

Other  services,  cited^less  frequently  but^  s^ill  Important,  include  such 
things  as  help  from  others  to  get  ready  for  work»(21.4  percent),  ramps  and/or 
elevatorp  (27.3  percent),  and  jpcessible  washrooms  (21.9  percen^) .    Thus,  in 
designing  a  program  or  programs  for  facilitating  the  employment  of  the  severely 
,  handicapped,  it  is  cleat  that  a  number  of  variables  must  be  considered  such 
aa  the  intensity  and  duration  of  work,  prework  services  (e.g.,  transportation, 
»     special  training)  and  architectural  and  ptiyfiiCvJ.  barriers  like  ramps  and  elevators 
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The  results  al,so  indicated  that  these  kinds  of  services  are  not  currently  avail- 

able  for  the  individuals  rejected  from  the  VR  program. 
4' 

'  J 

Table  13-7 

I 

'  Services  and  Conditions  Needed"  to  Go  to  Work,  VR  Sample 


Service/Condition  Needed 

Number 

Percent 

No  Answer 

Help  from  others  to  get  ready 

190 

21.4 

699 

Transportation         .  m 

363 

40.8 

.      ^  526 

Special  equipment 

173 

19.5 

716 

Flexible  work  schedule 

356 

40.0 

533 

Reduced  work  schedule 

422 

47^-' 

467 

Special  training  or  education 

350  • 

39.4 

539 

• 

Light  work  only 

550 

61.-9 

339 

Ramps  or  elevators 

243 

27.3 

646 

Accessible  washrooms 

195 

21.9 

694 

Regular  assistance  in  work  tasks 

143 

16.1 

746 

Attendant  help 

122 

13.7 

767 

Other 

51 

5.7 

838 

Don"*  t  need  anything 

212 

»ij3.8 

677 

The  survey  results  on  employment  are  quite  revealing*    Firat,  prior. to 
their  disability  the  rejects  were  employed  in  a  wide  rang6  of  occupations  and 
most  worked  on  a  full-year,  full-time  basis.     Second,  a  meaningful  percentage 
(11.7  percent)  fall  into  the  currently  and  recently  employed  group.    Tliis  fact 
is  extremely  Important,  since  they  were  rejected  from  the  VR  program  as  being 
too  severely  handicapped  to  have  a  reasonable  chance  of  becoming  employed. 
Itost  of  those  currently  and  recently  employed  have  perfect  Bajthel  Index  scores, 
indicating  that  they  can  perform  the  activities  of  daily  living  with  little 
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difficulty..  Finally,  the  services, which  Individuals  perceived  they  needed  in 
order  to  work  related  to"  the  intensity  and  duration  of  the  work. 

After  reviewing  these  result<^^^  one  might  interpret  our  finding  that  over 
11  percent  of  the  rejectljes^'^are  worjcing  as  an  indication  that  some  of  these 
rejectees  are  really  employable  even  without  having  had  the  benefit  of  VR 
services  and  are  erroneously  being  turned  away  as  too  severely  disabled  for 
successful  rehabilitation.    Another  reason  they  were  turned  away  as  too  severely 
disabled  is  the  possibility  that^they  weVe  misclaasif led .     Rather  than  being 
too  severely  disabled,  they  may  really  have  been  rejected  because  they  did 
not  have  a  sufficiently  severe  handicapping  cdndltjLon  to  be  acceptable  to  the 
VR  program.    Recall  that  almost  all  of  these  currently  and  recently  employed 
rejectees  had  alpiost  perfect  Barthel  scores.  '^j 

An  alternative  hypothesis  for  the  finding  is  that  rejections  are  really 
based  only  on  Judgments  about  employability .     Our  finding  of  an  11.7  percent 
employment  rate  among  our  entire  sample  df  rejected  persons  is  consistent  with 
this  hypothesis.     Of  course,  the  sample  is  disproportionately  weighted  toward 
older  persons,  who  typically  are  more  difficult  to  place  in  Jobs,  regardless 
of  disability  status  (51  percent  of  our  sample  was  over  the  age  of  50).  Thus, 
the  observed  employment  rate  of  our  sample  should  be  cctapared  with  the  employ- 
ment rate  of  a  control  population  with  similar  social  and  demographic  charac- 
teristics before  strong  inferences  are  drawn.     In  addition,  findings  reported 
in  earlier  chapters  of  ^this  study  are  conoiotent  with  this  hypothesis. 

Recall  that  young  persons  in  our  sample  (age  16-30)  lad  lower  Barthel 
scores  than  older  persons.    If  younger  workers  are, more  easily  placed  on  Jobs^i? 
than  older  workers,  this  evidence  can  be  used  to  support  the  hypothesis  that 
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328  ' 


311 


♦la'^ljie  c«£8e  with  older  workers  and  that  the  real  reason  for  the  rejection  o.f 
older  workers  is  that  they  are  less  easily  employed.. 

These  hypotheses  have  important  implications^  for  policy.    The  second  hypo- 
thesis disciissed "above  suggests  that;,  for  the  younger  group  of  rejectees*  some 
type  of  special  methods  may  have  to  be  developed  to  enhance  their  employment 
or  independent  living  situation'.  For  the  older  population,  however,  some^  type 
of  sheltered  worksht)p  program  which  reduces  the  duration  and  intensity  of  work 
may  be  most  appropriate.    Further  research  will  be  necessary  to  investigate 
the  validity  of  these  hypotheses  before  such  policies  can  be  assessed.  f 
Demand  Baifriers  to  EmplQyment 

^    A  large  number  of  studies  of  employer  attitudes  on  hiring  the  disabled 
workers  are  reported  In  the  literature.     Twelve  have  been  reviewed  for  this 
study,  and  a  number  of  others  have^  been  cited  from  review  articles.    The  main 
problem  with  analyzing  and  comparing  these  studies  is  that  methods,  sampling 
populations,  ^and  disabled  groups  vary  so  much  among  the  studies  that  compari- 
sons  and  generalizations  are  necessarily  on  shaky  ground.     In  addition  to 
employer  attitude  studies,  a  very  few  studies  (one  primarily)  have  examined 
employer  policies  arid  practices  and  attempted  to^ determine  the  relationship 
of  attitudes  to  practices.  '  . 

The  only  study  found  which  reports  nearly  universally  favorable  attitudes 
tljward  hiring  the  disabled  among  any  employer  group  is  National  Committee  for 
Careers  in  Medical  Technology ,'^^in  which  1,984  hospitals  throughout  the  country 
were  surveyed  to  inquire  into  employment  of  disabled  workers  in  medical  labora- 
tories.   Of  hospitals  reporting  having  no  sjitch  workers,  almost  all  expressed 
a  willingness  to  hire  qualified  disabled  workers  fo"?  medical  lab  positions. 


16.    National  Committee  for  Careers  in  Medical  Technology,  Careers  for 
the  Handicapped  in  Medical  Laboratories  (J^^Q). 
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Willlams^^repe^ts  on  a  mailed  questionnaire  survey  of  108  Minnesota 
emplo^rs  (not  necessarily  a  representative  sample)  •     Results  indicated  that 
most  employers  believed  that  higher  costs  are  associated  with  hiring  people 
with  most  kinds  of  disability;  that  most  employers  would  not  consider  people 
wkth  most  kinds  of  .disability  for  production  and  sales  jobs,  but  would  for 
clerical  and,  to  A  lesser  extent,  managerial  jobs;  that  over  50  percent  of 
•employers  would  never  consider  hiring  a  blind  or  mentally  retarded  person  for 
any  type^of  job;  and  tha[:  .over  50  percent  of  employers  would  not  usually  consider 
epileptics  and  persotifi  with  serlo^s  heart  conditions  for  production,  managerial, 
or  sales  jobs«  Economic  jEactors  such  as  added  costs  incurred  itl  hiring,  training. 


placing,  and  providing  special  physical  arrangements,  as  well  as  the  potential 


costs  .arising  from  absenteeism,  low  productivity,  and  limited  flexibility  in 
Job  assignments,  workers'  compensation  and  insurance  claims,  were  often  viewed 
as  deterrents  to  hiring  handicapped  perljins.'  . 

Those  factors  most  often  viewed  as^'aj^^rents  were:  (1)   the  hiring  cost 
of  a  physical  exam;.  (2)  flexibility  in  job  assignment  (i.e.,  lack  of  flexi-[  , 
bility  for  handicapped  worker s) ;   (3)  medical  insurance;  (4)  paid  sick  leave; 
(5)  promotionality ;   (6)  absenteeism;  and  ^(7)  disability  income  insurance. 
Those  f  actor  fib>  which  were  least  often  viewed  as  deterrents  were:     (1)  the  * 
hiring  cost  of  testing;   (2)  pension  pf'an  cost;  (3)  unemplojmient  insurance; 
(4)  hiring  cost  of  interviewing;   (5)  quantity  afid  quality  of  work;  and  (6) 
turnover.    One  interesting  conclusion  is  that  relatively  few  employers  (21.4 
percent)  view  productivity  (quantity  and  quality  of  work,  or  lack  thereof) 
as  an  extra  cost  of  hiring  disabled ^workers,  while  relatively  many  (62.2  percent) 
regard  job  flexibility  as  an  extra  cost.    Workers'  compensation  was  viewed 


17.    C.  Arthur  Williams,  Jr.,  "Is  Hiring  the  Handicapped  Good  Business?" 
Journal  of  Rehabilitation,  March^April,  1972. 
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by  an  Intermediate  proportion  of  employers  as  an  extra  cost.    The  author  con- 
cludes that  employers  do  not  view  hiring  the  handicapped  as  good  business. 

18 

The  Federation  Employment  Study    includes  information  on  employer  attitudes 
gathered  in  a  study  of  policies  and  practices  conducted  among  New  York  City 
firms.  Two-thirds  of  the  employers  stated  that  added  costs  were  associated 
with  hiring  the  disabled.    Leading  the  list  of  extra  costs  was  Workers'  Compen- 
sation and  other  statutory  benefits,  followed  by  non-statutory  benefits  (e.ga,, 
health'  insurance)  and  absenteeism.    Note  that  those  findings  are  inconsistent 

with  Williams'  findings  with  respect  to  Workers'  Compensation  costs.    The  Federa- 

f 

tion  Employment  study  also  found  that  only  15  percent  of  the  firms  reported 
being  opposed  to  hiring  the  disabled  because  of  lack  of  Job  flexibility.  This 
finding  .also  appears  to  be  at  variance  with  Williams'  findings,  but  the  ejeplana- 
tion  may  lie  in  the  different  methdds  used;  the  Federal  Employment. and  Guidance 
Service  asked  about  actual  experiences,  while  Williams  asked  about  attitudes 
only.    One- third  of  the  respopdent?  believed  that  Impaired  employees  are  ''better" 
workers;  half  believed  that  they  are  more  conscientious;  and  60  percent  believed 
that  the  impaired  are  less  likely  to  quit.    Jtore  than  one^third  believed  that 
the  disabled  tended  to  .abuse  sick  leave  less.    A  significantly  larger  propor- 
tion of  large  firms  (1/2)  than  small  firms  (1/3)  viewed  hiring  disabled ^workers 
favorably.     The  Federation  Employment  Study  found  that  employers  who  had  em- 
ployed disabled  workers  in  the^past  were  much  more  likely  -to  view  hiring  them 
favorably.    Whether  the  differing  results  from  the  Williams  and  Federation 
Employment  studies  are  attributable  to  differences  in  questions  asked,  sampling 
method,  region  of  the  country,  or  some  other  factor  or  combination  of  factors 
is  unclear •  ^ 


♦^18.     Federation  Employment  and  Guidar'^p  Servl.ce,  Survey  of  Employers'' 
PracCices  and  Policies  in  Hiring  of  Physically  Impaired  Workers  -(1957) . 
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A  number  of  authors  argue  that  increased  costs  believed  by  many  employers 

19 

to  be  associated  with  employment  of  the  disabled  are  not  real.  Also,  studies 
of  performance  records  of  disabled  workers  indicate  that  at  least  performance- 
related  co^ts  (absenteeism,  jrate  of  productivity,. on-the-job  injury,  etc.) 

20  ^ 

should  not  be  higher  for  disabled  than  for  nondisabled  workers. 

21  ^ 
Nagi    cites  two  articles  supporting  the  view  that  employers  fre- 
quently underestimate  the  capabilities  of  disabled  workers. 

Data  on  cost  of  modifications  to  work  plac^a  are  virtually  nonexistenlt. 

-■     ...  ^ 

Several  recent  studies  cite  costs  of  making  universities  accessible  (see  chapter 
on  Aijchitectural  Barriers),  but  the  comparison  to  work  place  is  probably  inappro- 
priate. 

Employer  Preferences 

A 

One  of  the  most  innovative  and  interesting  studies  of  employer  attitudes 
22 

is  by  Colbert.  E;^.fty-four  Los  Angeles  area  firms  were  surveyed.  A  strati- 
fied random  sample,  composed  of  firms  of  different  size  and  in  different  in- 
dustries was  used.    The  authors  probed  the  attitudes  of  employers  by  asking 

...  i  ' 

tKem  to  rank  various  groups  in  terms  of  which  ones  they  believed  "most  employ- 
ers" would  be  more  likely  to  hire.     (This  was  done  with  both  a  straight  ranking 

c 

schedule  and  a  matched  pair  schedule  to  allow  comparison  for  reliability.) 
Groups  about  whom  the  questions  were  a^bked  include  five  physically  d  isa^l^ 


rt  disease,,.^p^ients. 


groups;     "cripples,"  heart  disease.,.^tients,  the  deaf,  cancer  patients,  and 


19. E,  F.  Cheit,  Injury  and  Recovery  in  the  Course  of  Employment  (New  ^ 
York:  1961)  cited  in  Saad  Z;  Nagi,  William  M.  Broom,  and  John  Collette,  "Work, 
Employment and  the  Disabled,"  American  Journal  of  Economics  and  Sociology, 
January  1972;  and  Leonard  Mastbaum,  "Medical  vs.  Economic  Progress  for  Diabetics," 
^  Minnesota  Medicine,  March  1974. 

The  Performance  of  Physically  Impaired  Workers. 

21.  Nagi  et  al.,  "Work,  Employment,  and  the  Disabled. "- 

22.  James  A.  Colbert,  Richard  A.  Kalisk,  and  Potter  Chang,  "Two  Psycholo- 
gical Portals  of  Entry  for  Disadvantaged  Groups,"  Rehabilitation  Litd^ature, 
July  1973. 
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the  blind.    Mentally  and  behaviorally  disabled  groups  included  were  the  men- 
tally  retarded,  alcoholics,  the  mentally  ill,  and  drug  addicts.  Minority 
groups  (Orientals,  Mexicans,  and  blacks)  were  also  included,  as  were  "contro- 
versial" groups '(student  militants,  policemen,  prison  parolees),  old  people, 
and  "neutral"  groups  (Canadians,  whites,  social  workers), 
f  The  results  indicated  a  significant  and  consistent  ranking  of  those  with 

physical  disabilities  in  the  order  listed  above*     More  ijjiteresting ,  howeve%f 
wa=8  the  finding  that  physical  disability  groups  were  clustered  together  and 
ranked  lower  than  allSninority  groups  and  old  people  and  higher  than  all  behav- 
ioxal.  disabilities  and  mentally  disabled  groups.     In  other  >7ords,  employers 
were  most  open  to  hiring  radical  and  ethnic  minority  group  members,  followed 
by  physical  disability  group  members,  followed  by  behaviorally  and^mentally 
disabled  group  members.    Very  little  variation  in  these  patterns  was  found 
when  the  sample  was  subdivided  into  different  sizes  of  firms  or  types  of  industry. 
The  only  significant  variation  was  found  among  manufacturing  firms,  where  small 
firms  were  found  to  be  more  likely  to  hire  old  people  than  were  large  firms, 
and  medium-sized  firms  were  less  likely  to  hire  blind  people  than  were  small 
and  large  firms.     The  Implications  of  the  finding  that  disabled  groups  are 
consistently  ranked  below  minority  group  members  and  old  people  are  not  entirely 
clear.     However,  they  may  suggest  the  effectiveness  of  antidiscrimination  laws, 
affirmative  action  programs,  and  strong  general  public  interest  in  ending 
discrimination  in  hiring  againstlkhe  latter  groups.    With  affirmative  action 
now  extended  to  the  disabled,  em{n.oyer  preferences  may  shift. 

A  variety  of  other  studies  have  looked  into  occupational  characteristics 
and  labor  force  status  of  various  groups  within  the  disabled  population.  Of 
particular  interest  are  those  which  have  focused*  on  minority  groups  and  groups 
of  the  severely  disaj)led.     Unfortunately,  no  oouiprehensive  national  study  has  ■ 
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been  found  »ln  either  area.    These  studies  tend  to  show  that  the  effects  of 

•fc,  ' 

dlscrlmlnatlori  by  the  labor  market  With  respect  to  race  and  to  disability  are 

cum^atlve.^  ^        ^  ^ 

23 

Bowe    presents  luforaatlon  gathered  from  a  number  of  previous  studies 
on  the  nonwhlte  deaf.    The  following  conclusions  were  presented:     (1)  twice 
as  high  a  proportion  of  deaf  nonwhites  repbrted  8  years  of  less  or  school; 

y  a 

(2)  one  in  five  white  deaf  who  work  hold  a  professional  or  technical  position, 
while  only  one  in  50  black  deaf  who  work  do.    Half  of  white  'deaf  women  (who 
work)  hold  clerical  or  sales  jobs  while  the  corresponding  ratio  for  nonwhite 
deaf,  is  one  in  25.     Only  5.5  percent  of  nonwhite  deaf  males  are  in  the  profes- 
sional categories.     There  are  virtually  no  black  deaf  professionals  except 
teachers.    Median  earnings  of  nonwhite  deaf  males  are  $2,611  compared  to  $6,473 
for  white  deaf  males.     Corresponding  figures  for  females  are  $990  and  $3,547. 
The  author  points  to  a  general  paucity  of  research  in  the  area  and  to  the  fact 
tli^t  many  of  the  studies  do  not  have  representative  samples.. Nevertheless, 
the  results  strongly  indicate  that  among  the  disabled  population,  which  is 
as  a  whole  economically  disadvantaged,  nonwhites  are  in  a  worse  relative  posi- 
tion  than  whites,  there  is  definitely  a  need  for  more  reseatQh  in  thJ^  area. 

In  a  study  of  VJorkef  s'  Compensation  recipients  in  the  New  Yor^  metiro- 
politan  area,  Jaffe    found  that  those  who  had  "very  poor"  or  no  jobs'at  the 
time  of9  the  survey  tended  to  be  older,  less  well-educated,  unskilled  or  semi- 
skilled, and  black  or  Puerto  Rican.    Unemployment  was  also  much  more  common 
among  those  who  ha^  several'  injuries  than  among  those  who  had  one.    These  find- 
ings are  consistent  with  Rowe-'s  findings  regarding  the  relatively  worse  position 


23.  Frank  G.  Bowe,  Jr.,  "Nonr-White  Deaf  Persons:  Educational,  Psychological, 
and  Occupational  Considerations,"  American  Annals  of  the  Deaf,  116(3),  1971. 

24.  A.  J.  Jaffe,  j^incoln  H.  Day,  anu  Welder  Adams,  "Disabled  Workers  in 
the  Labor  Market,"  Rehabilitation  Literature,  May  1964.  v 
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of  the  nonwhlte  disabled  In  comparison  to  the  white  disabled  and  also  underscores 


the  relationship  of.  age,  edycatlon,  skills,  and  .severity  of  disability  to  unemploy- 
ment  and  underemployment. 

No  study  was  found  which  adequately  investigates  employment  characteristics 
and  labor  force  participation  of  groups  of  the  severely  disabled.     Dvouch,  Rusk 
et  al.^^nd  Felton^^are  two  studies  which  look  at  employment  characteristics 
of  paraplegics  and  quadriplegics.    In  neither  study  are.  the  samples  representative 
enough  to  yield  generalizable  results,  however;     The  Dvouch  study  concerns 
55  persons  who  had  been  employe*  after  medical  rehabilitation.    Among  these, 
there  was^ a  preponderance  of  professional,  clerical,  and  skilled  workers,  indicat- 

ing  that  a  higlj  level  of  training  and  education  yields  greater  employment  prospects 

\ 

for  paraplegics  and  quadriplegics.  Those  who  were  employed  were  also  found  to  be 
significantly  younger  than  those  who  were  not. 

The  Felton  study  was  a  mailed  questionnaire  survey  of  222  parapleg^^cs  and 
quadriplegics.    The  authors  report  that  of  the  23  percent  of.  the  sample  who 
were  quadriplegics,  48  percent  were  employed  and  half  of  these  were  in'  the 
highest  income  category.  Sixty  percent  of  paraplejgics  were  reported  employed. 
^Those  who  were'*  8elf-employ|d  were  ih  the  lowest  income  category.     The  authors 
note  that  there  was  probably  a  substantial  self-selection  factor  in  returning  the 
questionnaire.    In  addition,  a  very  high  proportion  of  the  sample— -85  percent- 
were  veterans.    This  also  indicates  an  Important  bias,  in  that  disabled  veterans 
receive  special  employment-related  services  not  available  to  other  disabled  persons. 

25^     Patricia  Dvouch,  Lawrence  Kaplan,  Howard  Rusk,  and  Bruce  B;  Grynbaum, 
"Vocational  Findings  in  Postdisabllity  of  Patients  with  Spinal  Cord  Dysfunction," 
Archives  of  Physical  Medicine  and  Rehabilitation,  November  1|65.  > 

26.     Jean  Spencer  Felton  and  Myra  I^itman,  "Study  of  Employment  of  222  Men 
with  Spinal  Cord  Inlury/'' Archives  of  Physical  Medicine  and  Rehabilitation,       ^  ^ 
December  1965.       •  ^ 
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A  third  study  of  paraplegics  and  quadTlpleglcs,  and  the  only  one  which  does 

27 

not  appear  to  have  a  heavily  biased  sample,  is  by  Ueitzman.      This  study  reports 

on  77  paraplegics  and  q'uadriplegics  who  were  rehabilitated  at  the  University 

of  Mississippi  ldedical,,Center .    Of  the  47  who  were  alive  at  the  time  of  the  study 

(the  death  rate  was  extraordinarily  high),  only  4  percent  (two)  were  employed.  * 

The  authors  estimate  the  46  percent  were  employable.     They  blame  inadequate  • 

medical  followup  and  rehabilitation  for  the  extremely  low  employment  rate. 

Performance  of  Disabled  Workers  * 

Although  it  is  ancietit  by  social  research  standards,  by  far  the  best 

'  ,1 

a^di^'^^he  only  national  comprehensive  study  of  Job  performance  of  disabled  workers 

is  the  U.S.  Department  of  Labor^s  The  Performance  of  Physically  Impaired  Workers  in 

28 

Manufacturing  Xndustries  (1948) .      In  this  study.  Department  staff  examined 

f  " 

the  employment  records  of  11,000  impaired  and  18,000  carefully  matched  unimpaired 

workers  in  manufacturing  plants  throughout  the  country.    Data  on  productivity, 

absenteeism,  nondisabling  injuries,  disabling  injuries  and  quits  were  abstracted. 

(The  data  on  quits  were  collected  at  a  later  date  than  the  other  data.)  The 

methods  used  allowed  very  little  margin  for  error.     Company  records  rather 

*than  supervisors'  impressions  were  the  data  source.     For  each  impaired  worker, 

♦ 

^ne  to  three  unimpaired  workers  were  matched,  not  only  for  sex,  age,  and  occu- 
pation but  also  for  plant,  shift,  and  particular  Job  within  the  same  plant 
and  shift.     (Where  more  than  one  unimpaired  worker  was  found  for  an  impaired 
worker,  appropriate  computational  adjustments,  of  course,  were  made.)  The 
moat/lmpor tant  finding  was  that  differences  between  impaired-  and  unimpaired 
workers  in  any  of  the  performance  categories  measured  were  slight.  Impaired 


27.  Harry  B.  Heitzman  and  Robert  D.  Curriet,  "The  Prognosis  of  Paraplegia 
in  .Misoiaoippi:  A  Follow-Up  of  University  Hospital  Patients,"  Southern  Medical 
Journal,  April  1970. 

28.  The  Performance  of  Physically  Impalreid  Workers. 
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workers  had  sl^-ghtly  (1.0  percentr hlghe|^  productivity  rates  and  fewer  disabling  ' 

Injuries  (8.9  Injuries  per  million  exposure  hours  compared  to  9.5).    The  two 

groups  had  Identical  nondlsabling  Injury  rates,  ^paired  workers  had  slightly 

higher  absenteeism  rates  (3.8  days  per  100  scheduled  workdays  compared  to  3. A), 

■> »»  , 
and  somewhat  higher  voluntary  quit  rates  ^3.6  per  100  employees,  compared  to 

f  c 

2.6).     Impaired  Workers  had  significantly  higher  Involuntary  termination  (firing) 

rates.     Xhe  authors  attribute  this  to  postwar  practice  of  firing  disabled 

\yorkers  to  hire  returning  (able-bodied)  war  veteraii*^;     Results  were  also 

tabulated  according  to  disabling  conditions.     Or thopedically  Impaired  work- 

«   ers  had  a  substantially  lower  disabling  Injury  rate  but  a  substantially 

higher  quit  rate  than  their  controls.    Multiply  impaired  workers  had  a  some- 

« 

what  lower  disabling  Injury  rate  than  their  controls.     One  of  the  conclusions 
that  the  authors  draw  is  that  the  physically  Ijiipaired  worker*'  is  not  necessari- 
ly  a  handicapped  worker.     The  results  of  this  major  study  are  strong  evidence 
that  employers'  fears  of  low  performance  rates  among  disabled  workers  are  un- 
justified. 

As  mentioned  above,  no  study  comparable  to  the  1948  Department  of  Labor 

study  seems  to  have  been  done  since.    What  evidence  has  been  presented  more 

^recently  on  performance  rates  of  disabled  workers  has  generally  been  consistent 

29 

with  the  findings  <^f  that  study.     Mastbaum      reviews  a  number  of  studies 
reporting  absenteeism  among  diabetics  and  finds  inconclusive  and  conflicting 
results.  Dvouch,  Rusk,  et  al.      refer  to  a  study  of  100  employees  indicat- 
ing that  handicaplped  workers'  performance  is  equal  to  or  better  than  that  of 
non- handicapped  workers. 


29.  Mastbaum,  "Medical  v.  Economic  Progress. 

30.  Dvouch  et  al.,  ''Vocational  Findings  in  Postdlsablllty 
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It  Is'  sometimes  argued  that  performance  of  disabled  workers  Is  Irrele- 
vant  or  meaningless  because  of  the  selection  process  Inherent  In  hiring. 
The  argument  la  that  obviously  only  qualified  disabled  workers  are  hired 
and  therefore  there  la  no  reason  that  their  performance  should  be  different. 
Yet  the  value  of  performance  studies  lies  exactly  In  that  they  give  empiri- 
cal evidence  to  support  (as  It  turns  out)  this  assumption.     Many  employers 
apparently  do  not;  believe  that  disabled  workers  have  the  same  performance 
rales  aa  others,  even  though  It  may  be  obvious  to  the  social  scientist  that, 
given  hiring  selection,  they  should. 

Hanman''^  argues  convincingly  that  efforts  to  determine  work  capacities 
of  groups  with  various  physical  limitations  and  match  them  with  physical 
requirements  for  job  categories  are  misdirected  and  will  always  leaSp"  to  a 
large  proportion  of  incorrect  assessments.     For  this  he  gives  two  reasons. 
First,  even  Xjorkers  within  a  narrSwly  defined  disability  category  (e.g.* 
those  who  have  had  one  arm  amputated)  vary  greatly  in  their,  abilities  to  per-  ^ 
form  many  tasks.  Even  if  an  accurate  estimate  of  the  physical  capacities  of 
the  average  one  arm  amputee  ca^  be  developed,  there  will  be  many  who  cannot 
meet  the  average  and  many  who  can  exceed  it.  (The  same  principle  of  course 
applies  to  quadriplegics,  the  blind,  etc.)  Second,  even  occupations  narrowly 
described  or  defined  vary  greatly  from  one  plant  or  office  to  another  and  may 
fvary  greatly    within  the  same  plant  or'office.    Hanman  gives  the  example  of 
arc  welders  in    a  particular  shipyard.    Arc  welders  working  in  one  shop  can 
perform  their  jobs    a/equately  if  they  are  deaf,  missing  one  arm,  in  a  wheelchair 
have  back  Injuries,  have  a  heart  condition,  have  a  shoulder  disability,  are 
missing  fingers,  or  have  a  nervous  condition,  while  arc  welders  working  in  ^ 


Ji'^     Bert  Hanman,  Physical  Capacities  and  Job  Placement  (Sweden:  Nor  disk 
Rotogravga,  1951)  . 
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another  part  of  the  same  shipyard  cannot  have  any  of  the  above  Impairments. 
The  central  point  is  that  physical  Impairm^ts  do  often  limit  capacity  to 
perform  Jobs,  but  the  relationship  between  the  two  is  nearly  inpossible  to 
systematize  and  generalize  in  the  process  of  Job  placement..     Attempts  to  do 
so  are  likely  to  lead  to  the  exclusion  of  some  disabled  worker's  from  Jobs  . 
which  they  can  perform  and  perhaps  al§o  to  hiring  of  some  disabled  workers 
for  Job^w^ich  they  cannot  perform.    The  author  recommends  taking  an  individual 
approach  to  assessing  the  capacities  of  each  worker  and  the  requirements  for 
each  Job. 

Felton^^  reports  on  a  survey  of  101  Los  Angeles  area  employees  to  probe 
their  attitudes  toward  and  experiences  with  hiring  paraplegics.  Irrespective 
of  experience  with  disabled  workers,  employers  were  found  to  believe  that 
paraplegics  were  best  suited  for  nonprofessional  Jobs  and  Jobs  requiring  a 
minimum  ojt  public  contact^.     (Ironically,  paraplegics  were  found  to  be  employed 
most  frequently  as  professionals,  then,  in  order  of  frequency,  as  semi-pro£es- 
sionals,  skilled,  unskilled  and  clerical  workers) .    Most  employers  reported  that 
they  expected  per f ormance .of  Impaired  workers  to  be  the  same  as  or  better  than 
that  of  non- impaired.     The  study  also  found  that  many  employers  feared  the  nega- 
tive  effects  of  "reactions  of  others  to  the  disability." 

England  :  reports  on  a  national  survey  of  employers.     The  most  Im- 
portant  finding  from  this  study  is  that  although  most  personnel  managers  and 
supervisors  surveyed  indicated  openness  to  hiring  Impaired  workers,  their  an- 
swers to  other  questions,  such  as  opportunities  for  advancement  and  actual  em- 
ployment practices  indicated  that  they  were  less  open  in  practice  than  in  theory. 

^         32.     Felton  and  Litman,  "222  Men  with  Spinal  Cord  Injury." 

33,    George  W.  En'gland  et  al. ,  Attitudlnal  Barriers  to  Employment,  Minnesota 
Studies  in  Vocational'  Rehabilitation,  Bulletin  32  (1961). 
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Bauman-^^  reports  on  a  survey  of  employers  of  blind  workers.    Of  these  employ- 
ers, 88  percent  rated  their  employees  as  "superior  or  completely  satisfactory," 
and  76  percent  would  favor  hiring  other  blind  workers  in  the  future.  Other 
ratings  for  blind  workers  were  also  high.    The  authors  hasten  to  point  out  that 
these  results  are  riot  conclusive,  since  the  employers  surveyed  were  referred  to 
the  authors  by  a  rehabilitation  agency  and  were  not  necessarily  representative 
of  employers  of  blind  workers  in  general. 

In  "Employer  Prejudice  Against  the  Mentally  Restored-Fact  or  Fancy," 

Olshanky-^^  makes  reference  to  an  earlier  study  in  which  he  found  that  employers 

have  varying  degrees  of  prejudice  against  the  mentally  111  and  that  the  larger 

36 

the  firm,  the  less  likely  it  is  to  be  open  to  hiring  them.      However,  he  also 
presents  new  evidence  to  show  that  those  ex-mental  patients  who  want  tt/work 
are  able  to  find  jobs  without  much  trouble  (mostly  by  concealing  their  mental 
illness  history  or  "passing").    He  suggests  that  unemployed  ex-mental  patients 
are  not  unemployed  because  of  employer  prejudice  but  either  by  their  own  choice 
or  because-  they  are  unemployable.    He  urges  rehabilitation  professionals  to  stop 
paying  so  much  attention  to  employer  attitudes  and  to  focus  attention  Instead 
on  such  issues  as  how  best  to  provide  services  to  ex-ui^ntal  patients  while 
they  are  employed  and  how  to  serve  those  who  are  unemployed  in  the  best  ways. 

A  great  deal  of  effort  has  been  put  into  campalgns^.glicJl' as  "Hire  the  Handi- 
capped Week"  in  the' United  States,  and  some  writers  claim  that  such  campaigns 
have  been  successful.    Yet,  so  far  as  we  know,  no  evidence  has  been  produced 
that  they  have  had  any  success  at  all. 

34      Mary  K.  Bauman  and  Norman  M.  Yoder,  Placing  the  Blind  and  Visually 
Handicapped  in  Clerical.  Industrial,  and  Service  Fields  (Vocational  Rehabili- 
tation Administration,  1965). 

35.  Simon  Olshandsky  and  Hilraa  Unterberger,  "Employer  Prejudice  Against 
the  Mentally  Restored— Fact  or  Fancy?"  Journal  of  Rehabilitation.  Nov. -Dec.  1973. 

36.  Simon  Olshansky,  Employer  RecepuWiwY  in  Rehabilitation  for  the  Men- 
tally 111  (Washington:  Ame^ficur.  Association  for  the  Advancement  of  Science,  1959) 
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A  number  of  studies  h^ve  reported  on  projects  to  chanfee  employers'  attl- 

37 

tudes  to^^d  hiring  disabled  groups.      None  have  been  successful.    A  particularly 
well-planned.  Intensive,  ^nd  multi-faceted  effort  to  change  ^loyer  attitudes  Is 
reported  In  Sands  In  examining  an  experimental  project  to  measure  and  attempt  to 
change  employer  attitudes  toward  hiring  of  epileptics  In  a  city  with  a  very 
low  unemployment  rate.    A  second  tlty,  with  a  comparably  tight  labor  marlcet, 
was  used  as  a  control.     It  was  found  that  even  with  an  unusually  high  demand 
lor  labor, ^only  25  percent  of  the  employers  surveyed  expressed  openness  to 
hiring  epileptics.     An  Intensive,  year-long'  educational  and  public  relations 
campaign  was  undertaken  to  change  attitudes  of  employers  in  the  experimental 
city.    The  campaign  included  opening  a  downtown  office,  making  rad J^^^Cinounce- 
ments,  printing  newspaper  articles,  showing  a  feature  movie  on  epilepsy  at 
a  downtown  theatre,  sending  letters  and  brochures,  and  approaching  employers 
through  church  and  civic  organizations.     At  the  end  of  the  year,  the  question- 
naire was  again  administered  in  the  two  cities,  and  no  significant  changes 
in  attitudes  were  found. 

Another  project  to  change  employer  attitudes  reported  that  the  only  ef- 

feet  of  an  educational  campaign  was  to  make  some  employer|p  even  more  adverse 

^  38 
than  they  had  been  at  the  start  of  the  project  toward  hiring  epileptics.  In 

the  survey  of  50  employers  in  Baltimore,  Maryland  and  Tacoma,  Washington, 

Greenlelgh  Associates      reported  that  those  few  employers  who  recommended  public 


3  7.    Kevin  C.  Baack,  Michael  Conn,  and  Merle  Milled,  "Demonstrating  How 
a  Rehabilitation'  Center  Can  Reduce  Community  Barriers  to  the  Employment  of 
Epileptics,**  NTIS  Microfiche;  Joan  Fell  Murray,  "An  Experiment  in  Changing^^^— ^ 
the  Attitudes  of  Employers  Toward  Mental  Illness,"  Mental  Hygiene.  July  1958; 
and  H.  Sands  and  S.  S.  Zalkind,  "Effects  of  an  Educational  Campaign  to  Change 
Employer  Attitudes  Toward  Epileptics,  Epilepsia  (Amsterdam),  January  1972. 

38.  Baack  et  al.,  "Demonstrating  How  a  Rehabilitation  Center  Can  Reduce 
Community  Barriers.** 

39.  Greenlelgh  Associates,  Inc.,  A  Z^j^^y  to  Develop  a  Model  for  Employ- 
ment Services  for  the  Handicapped  (New  York:  The  Associates,  1969). 
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education  campaigns  as  an  effective  means  of  securing  employment  for  the  handl-. 
capped  were  among  those  who  hired  no  handicapped  workers. 

Virtually  all  the  st&udles  on  employer  attitudes  have  found  that  large-  pro- 
porj^ns  of  employers  disfavor  hiring  disabled  people.    There  are  strong  In- 
dications'  that  these  attitudes  are  In  large  part  based  on  nonratlonal,  negative 
feelings— prejudice.  In  other  words— rather  than  on  realistic  fears  of  low  pro-  ^ 
ductlvlty,  high  absenteeism,  high  Insurance  rates. 

There  are  also  Indications  that  certain  groups  of  the  disabled,  particu- 
larly those  with  mental  and  behavioral  disabilities  and  those  with  severe  or 
aggravatable  physical  disabilities,  are  more  disfavored  by  employers  than  others, 
though  the  evidence  on  this  question  Is  not  entirely  consistent.     There  Is  con- 
flicting evidence  about  whether  employers  vary  In  their  attitudes  toward  hiring 
the  disabled  according  to  size  of  firm  or  type  of  Industry,  and  also  about  what 
factors  employers  fear  most  .1b  hiring  the"  dibabW.    The  available  evidence 
seems  overwhelmingly  against  educational  and  puhAc  relations  campaigns  as  • 
effective  means  of  increasing  or  bettering  employment  for  disabled  people. 
Labor  Union  and  Co-Worker  Attitudes  and  Policies 

No  study  has  been  fol^d  dealing  with  this  issue.     In  an  opinion  article, 
Kwapp''^  suggests  that  labor  union|policies  are  a  significant  determent  to  em- 
ployment of  disabled  workers.     He  cites  the  example  of  nonstren^ious  Jobs  being 
reserved  for  workers  with  seniority  and  therefore  unavailable  to  the  disabled 
potential  new  employee.     Another  way  in  which  labor  union  policies  may  restrict 
employment  opportunities  for  disabled  workers  includes  rigid  standardization  of 
Jobs  and  Job  ladders  (possibly  not  allowing  fleKlbility  to  adjust  Jobs  to  the  . 
needii  of  disabled  workers)  . 

 40.     Mlland  E.  Knapp,  "Employment  of  the' Handicapped ,"  PoBtRraduate  b^ediclne 

July  1970.  • 
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It  is  Important  that  this  area  be  investigated  for  two  reasons:     (1)  uniofe 
policies  may  operate  as  barriers;  (2)  unions  are  in  a  powerful  position- 
to  force  employers  to  change. the  policies  which  tend  to  restrict  job  oppor- 
tunities for'  the  disabled.     To  elaborate  on  the  second  point,  it  may  be  that 
certain  policies  that  affect  the  disabled  worker  adversely  come  primarily  from 
the  empldyer,  or  come  from  both  the  employer^  and  the  union.     In  either  case,  if 
the  union  can  be  convinced  of  the  inju&tice  or  inutility  of  such  policies,  it. 
may  have  a  strong  ^ever  for  changing  them.  / 
Work  Environment^  Equipment,  and  Job  Structure 

No  study  dealing  with  the  extent  to  which  work  environment,  equipment 
and  job  structures  constitute  barriers  to  employment  of  the  disabled  has 
been  found.    Yet  various  projects  have  demonstrated  how  modif iektions  can  ^  ^ 
make  it  possible  for  disabled  people  to  perform  jobs  which  are  otherwise 
Impossible  or  Impractical  for/^t^hem  or  dangerous  to  their  health. 

Viscardi^^  describes  a  competitive  workshop  in  which  numerous  inex- 
pensive equipment  modifications  have  been  made  to  accommodate  the  needs  of 
disabled  workers.     Nakiiaura^^  repo^Sts  on^e  use  of  film  and  ^electronic  equip- 
mWt  to  detect  the  formation  of  pressure  sores  among  wbrkers  in  wheelchairs 
in  a  shop  for  disabled  workers  in  Japan.    He  also  describes  equipment  modif i- 
^tions,  including  on-off  switches  that'can  be  controlled  by  blowing.  Servicing 
the  Disabled...  Vauxhall  describes-^environm^nt:  and  equipment  modifications 
.made  to.  enable  disabled  workers  to  become  fully  productive  in  an  automobile  ^ 


i 


41.     Henry  Viscardi,  Jr.,  "The  Adaptability  of  Disabled  Workers," 
Rehabilitation  Record,  May-June  1961. 

^    42\     Yutaka  Nakamura,  "Working  Ability  of  Paraplegics,"  Paraplegia,  * 

August  1973.' 
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manufacturing  plant  in  England/^  Schworles^^  describes  in  detail  variou^^di- 

fications^made  in  electronic  data  processing  and  microfilming  equipment  which  - 

were  made  specially  for  individual  severely  handicapped  workers  to  allow^  th^' 

to  become  maximally  productive.     Competitive  levels  of  production  wer^  reached 

by  all  or  nearly  all  participants  in  this  project,  despite  disabilities  such 

as  quadripleg^ia,  multiple  sclerosis^,  and  cerebral  palsy..    Most  of  the  equipment 

modifications  described  in  the  above  articles  and  reports  were  relatively  simple 

and  inexpensive,  and  they  clearly  have  applicabilit;Jr  to  other  work  situations 

where  disabled  people  are—or  could  be—employed.    There  is  a  tremendous  need 

to  gather  and  organize  what  work  has  already  'been  done  in  this  area  and  to' 

do  further  research,    ^foreover,  means  must  ^e  developed  of  communicating  and 

applying  the  results',  both  in  .public  and  in  private  employment. 

45 

With  regard  to  job  structures  as  barriers,  Viscardi  reports  on  some 
pioneering  work.  He  reports  that  "requirements"  for  a  particu^r  Job  fre- 
quently are  not  actually  necessary  to  its  successful  performance.    He  also 

reports  that  many  jobs  usually  regarded  as  stand-up  Jobs  can  just  as  easily 

46 

—or  more  easily— be  performed  sitting  down.    Greenleigh  Associates  report 

K 

^^at  many  State  and  local  governments  have  job  requirements  that  bear  no 
relation^ to  successful  performance.  For  example,  many  require  the  taking  of 
written  civil  service  tests  that  mentally  retarded  people  cannot  pass  for  Jobs 
that  they  are  capable  of  performing.     Rigid  career  ladders  may  also  constitute 
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43.  "Servicing  the  Disabled — How  Vauxhall  Motors  Brought  Their  Disabled 
Qnployees  Together  Under  One  Roof  with  Optimum  Environmental  Conditions," 
Personnel  Management  (London),  March  1974. 

44.  Thomas  R.  ShWles  and  Irene  G.  Tamagna,  Development  of  Modern 
Vocational  Objectives  for  Severely  Disabled  Homebound  Persons;    Remote  Com- 
puter Programming,  Microfilm  Equipment  Operations >  and  Data  Processing 
(Washington:  George  Washington  University  Rehabilitattan.  Research  Center, 
1973) . 

45.  Viscardi,  '*The  Adaptability  of  Disabled  Workers." 

46.  Greenleigh  Associates,  Inc.,  MoaeJ  ^or  Employment  Services. 
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barriers  for /disabled  workers  who  may,  for  example,  be  able  to  perform  the  - 
requiraaents  for  highe<, level  but  not  for  entry  level  jobs,  or  for  entry  and 
Mgher-level'  jobs  but  not  for  iqtermediate  jobs.    There  is  also  a  great  need 
•foif  .  systematic  research  into  the  area  of  j'ob  structures  in  relation  to  the 
,  capabilities , of  disabled  people. 
Supply  Barriers  to  Bmploygent 

''      The:  most  severely  han^licapped  are  confronted  with  a  number  of  factors 
which  inhibit'  the^ii;  participation,  in  the  competitive  economy  or  in  gainful"  . 
work,  such -as  row  levels  of  education,  lack  of  job  experience,  lack  of  job 
relate'd' skills.- psychological  barriers,  the  high  costs  of  job  searches,  the 
unavailability  and  high  cost  of  transportation,  and  the  economic  disincentives 

/ 

in  the  "welfare  system."  -      .  ■  5 

Older  workers  under  the  age  of  65  will  tend  to  have  some  difficulty  in 
becoming  employed  after  becoming  disabled  than  younger  workers".    Although  there 
is  little  evidence  that  ability  iJ  occupational  skills  deteriorates  much  before 
age  60.  older  workers  tend  to  be  less  able  to  adapt  to^hang^  than  younger*  work- 
ers.   Older  workers  tend  to  be  more  concentrated  in  declining  and  static  indust- 
ries.    m  addition,  employers  appear  to  discriminate  against  otder  workers  be- 
cause of  their  age. 

'ihe  noninstitutionalized  handicapped  aged  18-65  show  a  considerably  older 
age  distribution  than  the  nonhandicapped  population,  having  a  median  age  of  , 
53  compared  to  a  median  of  AO  for  the  rest  of  the  population.  They  have  a  median 
of  9  years  of  sc^ol  compared  to  12  for  the  rest  of  the  similarly  aged  population 
and  are  20.5  percent  black  compared  to  the  national  per  centage  of  10.8  percent. 

Since  43.5  percent  of  the  severely  handicapped  have  had  disabilities  for  10 
years  or  more  and  76.6  percent  hav'e  been  disabled  for  3  years  or  more,  it  is 
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highly  probable  that  they  have  not  developed  the  social  skills  needed  to  function 
in  a  competitive  economic  position. 

Similarly,  fc^e  level  of  experience  gained  on  the  job  is  low  foir  such  an 
old  population.    The  median  number  of  years^f  employment  was  six.     The  type 
of  employment  was  mufh  less  skilled  than  for  the  rest  of  the  population,  with^^^ 
only  14.1  percent  in  professional  or  managerial  positions. 

Some  studies  of  unemployment  indicate  that  motivation  appears  extremely 
important  in  determining  what  a  person  is  able  to  do  economically.    This  ob- 
servation is  even  more  applicable  to  the  severely  handicapped  who  are  confronted 
with  severe  psychological  barriers  to  performance.     However,  although  many 
of  these  individuals  and  their  families  probably  have  developed  negative  atti- 
tudes about  the  prospects  of  becoming  employed  and  about  their  capabilities, 
it  does  not  necessarily  reflect  a  lack  of  interest  in  becoming  employed. 

Another 'aspect  of  this  problem  is  that  the  disabled  may  have  higher  job 
search  costs  than  the  nondisabled  because  their  employment  opportunities  are 
more  limited,  their  networks  of  social  contacts  are  less  extensive,  their 
mobility  is  restricted,  and  psychic  barriers  are  harder  to  overcome. 

The  unavailability  of  transportation  to  lilcely  places  of  employment  or  its 
excessively  high  price  may  deter  many  of  the  potentially  productl>^everely  hand: 
capped  persons  from  working.    A- survey  by  Abt  Associates,  Inc.  of  individuals 
limited  in  mobility  found  that  of  the  entire  handicapped  population,  13  percent 
of  the  persons  aged  17-64  indicated' that  they  would  be  able  to  return  to  work 
if  transportation  were  no  longer  a  problem. Since  their  survey  sampled  indivi- 
duals with  all  kinds  of  disaiiilities  some  of  whom  were  employed  or  partially 

47.     Ahf  Associates.  Inc..  Travel  u^.-'.-vb.  Transportation  Needs  of  the 
Handicapped,  prepared  for  the  U.S.  Departmont  of  Transportation  (DOT,  l^by; . 

346  . 


329 


employed,  the  Abt  Associates  estimate  may  be- conservative.    In  the  chapter 
on  transportation  In  this  report,  an  estimate  is  derived  using  th^  Abt  Asso- 
ciates' survey  results  that  suggests  approximately  200,000  persdns  would/iecome 
employed  if- a  national  mobility  program  were  instituted.^ 

One  of  the  most  difficult  barriers  to  evaluate  is  that  of  economic  dis- 
incentives.    Some  severely  handicapped  personal  are  performing  unpaid  work, 
'  are  underemployed,  or  are  unemployed  because  they  cannot  afford  to  lose  their 
disability  benefits.    The  value  of  those  benefits,  such  as  Medicare  or  Medi- 
caid and  welfare-financed  services  such  as  attendant  care,  can  amount  to  more 

48 

than  $7,000  per  year. 

rhe  disabled  grdups  wl£ch  have  the  most  difficulty  in  finding  employment 
are  the  mentally  ill,  the  mentally  restorjed,  mentally  retarded,  the  cqq^^^- 
tally  disabled,  and  older  disal)).ed  workers.  *  Table  13-8  portrays  the^relatj.ve 
magnitude  of  the*  different  disorders  on  employment  experience  and  suggests  % 
the  employment  potential  by  diagnostic  category.  ^ 

Although  no  figures  are  available  from  the  1966  Survey  of  Disabled  Adults 
on  the  number  of  severely  disabled  who  were  congenitally  disabled,  it  would 
appear  that  the  congenitally  disabled  tend  to  be  less  well  educated,  less 
skilled  than  those  disabled  later  in  life  ohd)  than. the  rest  of  the  population. 
Simply  because  of  their  lack  of  human  capital,  the  congenitally  disabled  would 

appear  to  have^.d^f^iculty  finding  employment. 

,  49 
The  mentally  ill  and  retarded  numbered  approximately  506, OOa  in  1974. 

Because  the  mentally  ill  who  are  not  in  institutions  have  difficulty  in 

""48^     Interview  with  Phil  Draper,  Center  for  Independent  Living.  This 
estimate  is  based  on  7  severely  disabled  staff  members.    Twenty- three  percent 
of  the  benefits  wfere  medical. 

49.    Lawrence  D.  Uaber,  Epidemiological  Factors  in  Disability:  I.  Ma.jor 
Disabling  Conditions,  Report  No.  6,  Sociaj.  bcc -rity  Survey  of  the  Disabled; 
1966  (DHEW,  1969),  Table  7.    Note:  The  number  is  updated  by  a  factor  of  1.164. 
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Table  13-8 


Work  History  of  Severely  Disabled  Adult  Population  in  1966:     Percent  of 
Persons  in  Each  Diagnostic  Category  by  Work  History 


Major  Magno Stic  Category 

Total  Population  

Musculoskeletal  disorders 

Cardiovascular  disorders 

Respiratory  and  related 
disorders 

Digestive  disorders 
Mental  disorders 
Nervous  disorders 
Neoplasms 

Urogenital  disorders 
Diabetes 

Visual  Impairment 

Other  and  unspecified 
conditions 


Severely  Disabled 


Never 
Employed' 

6.0 

10. A  I 

'  8.8 

9.7 
36.9 
25.6 

9.9 

3.2 
22.8 
23.6 

21.7 


Employed  in  Past 
But  Not  in  1965 

55.1 

5A.A 

58.6 
A8.6 
AO. 6 
55.6 
A2.2 
36.3 
55.1 
A9.A 

A6.3 


Currently 
Employed  (1965) 

38.8 

35.1 

32.0 
A1.7 
22.3 
18.6 
A7.9 
60.5 
22.1 
26.9 

■  32.0 


Source:     Pearl  S.  German  and  Joseph  W.  Collins,  "Disablility  and 
Work  Adjustment."  The  Social  Security  Survey  of  the 
_  Disabled.  1966,  Report  No.  2A,  July  197A,  Table  7. 
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deraonatratmg^he  social  skiirs  needed  for  successful  long-term  employment, 
they  have  a  hard  time  finding  Jobs.    Most  certainly,  the  mentally  retarded 
face  some  employer  dlscrlxttinatlon* 

'    Although  the  Wta  do  not  reveal  the  Iq  levels  of  tho^e  who  are  mentally 
retarded,  it  appears  that  193,000  individuals  between  rM^es  of  18  and  65 
in  1974  were  severely  disabled  because  of  mental  retardation.^^  In  1970,  there 
were  approxl^nately  152,000  noninstitutionalized  indiyiduals  aged  20  to  64  with 
\qs  of  less  than  40.     In  the  IQ  range  of  40  to  50,  there  were  96,000  individuals. 
Studies  on  employment  of  the  mentally  retarded  suggest  that  those  with  IQs 
below  40  have  very  little  prospect  of  becoming  gainfully  employed. Approxi- 
mately 40.000  of  the  mentally  retarded  in  the  severely  handicapped  popula- 
tion have  IQs  above  40  and  a  reasonable  chancy  of  becoking  employed. 
Work  Values  and  Job  Satisfaction  of  Disabled  Workers 

1.    Work'values-Nagi"  cites'a  study  by  Friedmann  and  Havl^ghurst 
showing  that  72  percent  of  a  sample  of^omebound,  chronically  ill  people  viewed 
work  in  te'rms  of  five  func^tions  identified  by  the  authors  as  being  functions 
of  work  for  people  in  general:    "economic  support,  regulation  of  life  activities 
Identification  association,  and  meaningful  experience.""  He  cites  another 
study  indicaCLng"   (for  a  limited  group  of  cardiac  patients)  "that  workers  with 
lonpairments  espouse  much  the  same  occupational  goals  as  workerb  in  general." 
These  studies  we  clearly  ll^nited  in  their  sample  populations,  and  it  is  risky 
to  generalize  from  them  to  the  disabled  population  as  a  whoi6. 

 ^  jT-r^  Table  7  Note:     The  number  is  updated  by  a  factor  of  1.164. 

51-.    i^d  U    rnni:      -    - — ^  Retardation  (Baltimore: 
Johns  Hopkins  University  Press,  1973),  pp.  ^02,  207.^^ 

S7      Nael    "Work.  Employment,  and  the  Disabled. 

53'.     F^iedma^;  -d  Havin^urst,  "Work  and  Retirement,"  in  Man,  Work,  and 
Society  (New  York:  Nosowand  Farms,  196Z)  • 
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The  only  In-depth  study  of  disabled  people's  work  values  found  is  Kinnahe. 

4 

This  study  is  an  investigation  of  the  work  values  of  four  subsamples  of  disabled 
people:     cerebral  palsied,  recent  Vietnam  Wat  amputees  recovering  in  a  hospital, 
a  group  of ^pat^iente  from  a  mental  hospital,  and  the  deaf.  A  schedule  of  questions 
'  plus  an  empirically  derived  set  of  work  value  factors  (such  as  altruism,  indepen- 
dence, intellectual  challenge,  variety,  and  monetary  rewards)  was  given  to  the 
four  groups  and  to. comparable  nondisabled.  The  amputee  group  placed  significantly 

'  ■    ,  * 

higher  values  on "altruism,  prestige,  and  work  conditions  and  associates  than 
did  the  nondisabled.    All  of  these  factors  rellate  to  social  values  of  work. 
The  deaf  sample  placed  significantly  higher  values  dn  altruism,  art,  prestige,  and 
work  conditions  and  associates  and  somewhat  lower  values  oh  intellectual  challenge, 
and  leadership  than  did  their  control  group.    The  male  cerebral  palsied  placed  . 
significantly  highei;  values  on  monetary  rewards  and  work  conditions  and  associates 
and  somewhat  higher  values  on  prestige  and  variety  than  did  their  controls. 
This  group  seems  to  diverge  from  the  pattern  indicated  in  the  other  disability 
groups  of  valuing  primarily  the  social  values  of  work  more  than  nondisabled 
do.    The  female  cerebral  palsied  placed  significantly  higher  value  on  leader- 
ship-prestige, and  somewhat  higher  value  on  variety,  scientific  inquiry,  and 
monetary  rewards.    The  psychiatric  patients  placed  significantly  higher  values 
than  their  controls  did  on  art,  scientific  inquiry,  prestige,  and  work  conditions 

r 

and  associates,  and  significantly  lower  value  on  Intellectual  challenge.  ^The 
authors- conclude  that  in  general,  dialled  people  place  a  higher  value  on  the 
social  aspects  of  work  than  other  groups.    This  conclusion  seems  somewhat  ques- 
tionable in  light  of  the  results  for  the  cerebral  p&lsled,  the  fact  that  only  four 
groups  of  the  disabled  were  examined,  and  the  fact  that  the  amputees,  having 


54.     John  F.  IQnnane  and  Anlanas  Swlzledells,  Work  Values  of  the  Handi- 
capped (SRS,  1966) . 
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recently  returned  from  Vietnam  with  serious  Injuries,  may  have  been  a  very 
special  cafte,  not  representative  even  of  amputees  In  general.  Nevertheless, 
the  results  seem  to  Indicate  that  the  disabled  are  not  a  homogeneous  group  wlth^ 
respect  to  work  values.    The  evidence  suggsts  that  attitudes  toward  work  do  ^ 
not  represent  any  more  of  a  supply  barrier  to  work  for  thie  disabled  than  they 
do  for  the  nondlsabled. 

Job  Satisfaction— There  Is  virtually  no  literature  on  the  degree  of  satisfaction 

and  fulfillment  that  disabled  people  experience  on  their  jobs.    Only  two 

'j  J  \  55 

articles  touched  on  this  Issue  In  an  empirical  way. 

Bauman's  survey  of  752  blind  workers  In  clerical,  service,  and  Industrial 

positions  Indicates  that  these  workers  generally  express  satisfaction  with  their 

56 

jobs,  but  that  they  express  dissatisfaction  with  their  lack  of  job  mobility. 
Typically  chey  have  Httle  authority  and  little  opportunity  for  advancement. 

Boatner's  survey  of  young  adult  deaf  in  New  England^''  reaches  a  similar 
conclusion.    Wklle  those  who  were  employed  Indicated  satisfaction  wl.th  their 
present  jobs,  they  had' aspirations  for  jobs  they  would  hold  10  yeata  in  the 
future  which  were  very  different  from- their  present  jobs  in  terms  of  wages, 
and  responsibility;  the  jobs  they  were  in  were  "dead-ended". 


 55      Bp.m.nn  and  Voder.  Placing  the  Blind  and  Visually  Handicai)ped;  and 

Edmund  B.  Boatner,  "Occupational  Status  of  the  Young  Adult  Deaf  of  New  England 
and  Demand  for  a  Regional  Technical-Vocational  Tr^ning  Center,  unpublished 
Pinal  Report,  American  School  for  the  Deaf ,  West  Hartford,  Connecticut. 

56.  Bauman  and  Yoder,  Placin^c  the  Blind. 

57.  »  Boatner,  "Occupational  Status." 
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Attitudes  of  the  Disabled  Themselves  and  Family  Hembers 

Very  little  literature  was  found  on  this  Issue  as  a  barrier  to  employment. 
Boatner  found  a  marked  Incidence  of  very  strong  resistance  among  parents  of 
deaf  young  people  In  rural  areas  to  their  leaving  home  to  receive  vocational 

training  or  placement. 

Gellman^^  believes  that  disabled  people  Internalize  "dlecr imlnatlon- 
Induclng  behavior"  and  In  this  way  act  as  a  barrier  to  their  own  social  func- 
tioning, Including  hiring  for  employment. 

Scott^^  believes  that  many  blind  people  are  manlf)ulated  Into  dependent 
attitudes  and  behavior  patterns  by  "blindness  agencies"  (Including  workshops) 
which  keep  them  trapped,  thus  making  It  impossible  for  them  to  function  in. 
a  normal  commercial  plant. 

Bruckner^°  reports  that  in  a  study  of  severely  head-injured  people  in' 
England,  he  found  that  psychological  symptoms  are  the  greatest  barrier  to* 
returning  to  work.    .Haber^^  cites  a  few  studies  (mostly  English)  indicating, 
that  attitudes  toward  self  and  work  are  more  Important  determinants  of  return 
to  work  than  are  medical  recovery  or  functional  limitation. 

There  seems  to  be  a  need  for  further  investigation  of  this  area,  parti- 
cularly iti  the  muted  State's.     It  is  possible  that  cultural  differences  would 
create  significantly  different  findings  in  this  country  from  those  reported 
in  the  British  studies. 


» 


 — William  Gellman,  "Roots  of  Prejudice  Against  the  Handicapped," 

■Tonrnal  of  Rehabilitation,  January-February  1959.  „  ,  „  c„„^ 
 59.     Robert  A.  ScotT,  The  Mflking  of  Blind  Men. (New  York:  Russell  Sage 

Foundation.  1969)  .^^^^^^  and  A.  P.  H.  Randle,  ".Return  to  W6rk  After  Severe 
Head  Injuries,"  Rheumatology  and  Physical  Medicine.  August  1972. 

61.     Lawrence  D.  Haber,  "Age  and  Capacity  Limitation.    Journal  of  Health 
and  Social  Behavior.  September  1970. 
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POLICY  OPTIONS  FOR  EMPLOYING  THE  SEVERELY  HANDICAPPED 
A  wide  range  of  approaches  might  be  use^  tb  Increase  the  employment  of 
the  severely  handicapped.  Those  suggested  in  this  section  replresent  a  few 
that  seem  possible.    They  are  organized  into  two  groups:    one  dealing  with 

supply  and  the  other  with  demand. 

This  analysis  limits  itself  to  policies  that  represent. direct  interven- 
tions in  the  labor  market;  it  does  not  consider  the  other  needs  which  are  nec- 
essary for  the  severely  handicapped  in  order  to  be  able  to  work,  such  as 
medic£ll,  education^,  rehabilitation  and 'social  services.  .  Medical  care  is 
certainly  a  prerequisite  for  the  severely  handicapped  to  be  able  to  carry  / 
out  daily  living  functions.    For  children  who  ore  disabled,    early  educational 
and  vocational  counseling' will  linprove  the  likelihood  that  they  wi|l  be  as^ 
productive  as  possible  in  later  life.  ^ 

A  necessary  Ingredient  in  a  policy  mix  aimed  at  Improving  the  employment 
opportunities  of  the  severely  handicapped  is  a  government  commitment  to  main- 
tain full  employment.    However,  as  moat  people  know,  full  employment  is  not 
synonymous  with  zero^unemployment .    There  are  many  people  who  would^like  to 
«ork  but  are  unable  to  find  work  at  full  employment  levels  of  e(^oml^ 
activity  because  of  labor  market  handicaps  such  as  inadequate  skills  or  un- 
desirable characteristics  and  race,  sex,  or  age  discrimination.  As  we  described 
above,  the  severely  handicapped  are  likely  to  be^'dlsproportionately  represented 
in  the  unemployed  during  full  employment  periods    because  the  demand  for 
'      their  services  appear  to  be  smaller  than  the  <emand    for  the  services  of 

comparable  nondlsabled  workers.     Since  we  also  expect  the    supply  of  severely 
handicapped  workers  to  be  smaller  than  the  supply  of  comparable  nondlsabled 
workers,  the  demand  differential  does  not  necessarily  Imply  a  similar 
unemployment  differential,  althoygh  we  8U£>pprt  that  a  meaningful  part 
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of  the  supply  differential  may  be  attributed  to  the  "discouraged  worker" 
effect  (i.e.',  wor^rs  dropping  out  bf  the  labor  force  even  though  they  would 
lika  to  work  because  they  do  not  think  they  can  find  work).    Thus  ,^  in  what 
follows,  we  discuss  programs  aimed  ^t  severely  handicapped  workers  who  have 
difficulties  finding  employment  ^ven  whfen  the  economy  is  at  full  employment. 

J  4 

'The  policies  we  describe,  therefore,  may  be  highly  r edlstributive  in  nature, 
shifting  employment  opportunities  away  from  other  workers.    While  such 
redistributive  measures  may  equalize  the  employment  opportunities  of  severely 
handicapped  workers,  the  costs  of  this  equalization  in  terms  of  the  employment  --^ 
opportunities  lost  by  the  nondisabled  workers  must  be  kept  clearly  in  mind. 
Demand:    Public  Sector  Efaployment 

It  is  highly  unlikely  even  in  times  of  prosperity  and  full  employment  i 
that  employers  in  the  competitive  labor  market  would  absorb  any  but  a  frac- 
tion of  the  severely  disabled  people"  who  coo^^d  be  brought  ^to  work  capacity 
through  vocational  rehabilitation  services.    VR  counselors  and  other 
rehabilitation  specialists  who  responded  to  the  Provider  of  Rehabilitative 
Services  Questionnaire  indicated  that  "lack  of  available  Jobs"    and  "resistance 
•    of  the  competitive  labor  market  toward  hiring  the  severely  handicapped"  were 
the  most  significant  Impediments  to  rehabilitating  severely  handicapped  people. 
Also,  experience  over  tiie  years  in  the  State-Federal  VR    program  has  shown 
that  vocational  placement  of  the  severely  handicapped  takes  place  In  increased 
numbers  only  through  special  training  and  placement  programs  designed  especially 
'   for  i^ariouB  disability  groups  (the  mentally  retarded,  the  blind,  the  deaf) 
and" that  activities  have  fallen  far  short  of  serving  and 'placing  all  the 
severei^  disabled  people  in  these  disability  categories  who  require  and  could 
.  benefit  from  their  service.    Moreover  in  many  cases,  when  demonstration  ends, 

0  i 

Job  placements  level  off  or  decline. 
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Public  service  Work  Programs;    The  establiahmeiTr^^M^blic  service  work  pro-  ^ 

grams  for  the  disabled  should  be  considered  as  a  major  means  of  providing 

meaningjEul  paid  employment  to  all  severely  disabled  people  who  wish  to  work, 

who  are  now  capable  of  working  or  can  be  made  employable,  and  who  will 

not  find  work  in  cmpetitive  employment.     As  envisioned,  this  program  would  ^ 

operate  in  all  the  States  through  special  grants  to  the  State  VR 

agencies."  These  agencies  would  be  responsible  for  the  administr^ 

tion  of  the  program  and  would  emploVBleciai'  staff  for  this  purpose.  The 

State  VR  agencies  would  establish  public  service  work  proj^ts  throughout 

the  State  with  a  variety  of  public  servic^'  agencies— schools ,  health 

departments,  recreation  departments,  transportation  departments,  public  safety, 

hospitals— in  fact,  any  agency  with  whi0h  a  sound,  meaningful  work  project 

coind  be  developed.    The  project  activity  would-  be  an  essential  activity,  but 

one  which  the  public  service  agency  cJuld  not  finance  and  conduct  itself. 

The  public  service  agency  would  proviL  the  required  facilities  and  the 

State  VR*agency' the  workers,  to  whom/wages  would  be  paid  in  relation 

to  t;he  services  performed.  Examples^are  school  or  recreational  aide  servi;:es; 

serving  as  attendants,  readers,  interpreters,  tutors,  etc.,  to  people  in 

their  own  homes  or  , institutions  who  require  such  services;  the  microfilming  of 

tax  and  other  public  records        a  central  location  or  in  the  homes  of  the  disabl-^ 

ed  people  if  they  are  homebound;  the  repair  and  maintenance  of  books,  in  public  ' 

"and  school  libraries;  assisting  public  safety  officers  in  the  preparation 

and  filing  of  reports;  assisting  courts  in  parole,  probation,  and  paper  work;  -.  W 

serving  as  intervi^ers  .and  enumerators  (by  phone  if  homebound)  ,  data  processors 

and  data  analysts  in  eduJatibnal,  traffic,  health,  environmental  and  other 


\ 


ERIC 


355 


338 


studies  and  research;  and  as  physical  conditions  permit,  filling  a  variety 
of  professional,  artisan,  cler.ical  and  manual  Jobs  in  constructing  alteration 
and  remodeling  of  public  parks,  buildings,  and  facilities.     The  State  vocational 
rehabilitation  agency  and  th^  local  pa:rticipating  agencies  should  have  great 
latitude  in  developing  public  service  projects  to  encourage  Imaginative  activi- 
ties, particularly  the  kind  that  will  lea4  to  improvement  in  the  quality  of  life 
and  that  v^lll  permit  some  of  the  project  activities  to  be  performed  in  the 
homed  of  thooe  disabled  people  who  are  unable  to  leave  their  homes. 

a: 

The  Feder^al  Gove^rnment  already  has  a  number  of  programs  for  employing  dis- 
abled people.    Among  them  are  the  Randolph  SheppafffT^c t  program  for  blind  vendors 

in  Federal  buildings^^  the  Internal  Revenue  Service  program  to  train  and  employ 

63 

blind  people  as  taxpayer  service  representatives      and  the  Postal  Service  program 
to  employ  deaf  people  as  distribution  ^clerks.      There  is.  also  the  Federal  policy 
of  allowing  vocational  rehabilitation  agencies  (and  the  Veterans  Administration) 
to  certify  men-tftU.y  retarded  dnd  other  handicapped  persons  for  a  variety  of  posi- 
tions, obviating  the  need  for  them  to  take^'exam^^  A  more  thorough  review 
ciency  in  solving  tihe  employment  problems  of  the.  disa'bled .    Judging  from  figures 

/  '  .  ' 

presented  by  Rose  their  overall  impact  is  not  great.     A  total  of  only  152  dis- 
abled people  per  year  were  placed  in  Federal  jobs  under  the  various  programs 


62.  William  W.  Thompson,  Adapting  the  Randolph-Sheppard  Vending  Stand 
Program  to  the  Advances  of  Automation:  Final  Report,  1968. 

63.  Elmo  A.  Knoch,  ''Training  Blind  Persons  to  Work  as  Taxpayer  Service 
Representatives  for  IRS,"  NTIS  Microfiche,  May  1971. 

6A.     Edward  R.  Rose  and  Hedwig  W.  Oswald,  "Decade  of  Change-Gr6wth  of 
the  Federal  Government's  Program  to  Hire  the  Handicapped,"  Rehabilitation 
Record,  September-October  1971. 

65.     Grecnleigh  Associates,  Employment-  Services;  and  Rose  and  Oswald, 
Decade  of  Change-Growth. 
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considered  in  that  article.    There  is  no  evidence  on  what  might .  happen  ilE  the 
existing  programs  are  e2i4)anded. 

Greenl^gh^^  Associates  report  that  the  major  barriers  to  public  sector  employ- 
ment of  disabled  workers  exist  in  State  and  local  governments.    While  at  least 
one  state  (Maryland)  has  progressive  programs  similar  to  those  of  the  Federal 
Government,  most  State  'and  local  governments  do  not.    Many  have  examination  and 
physical  requirements  that  are  irrelevant  to  the  adequate  performance  6t  ttie 
respective  jobs. .  A  thorough  national  investigation  of  such  policies  would  be  the 
first  step  toward  removing  this  barrier. 

Feldstein^^  discusses  a  large-scale  public  employment  program  as  a  policy 
alternative  for  substantially  increasing  ^the  employment  of  disabled  people.  He 
opposes  it,  however,  preferring  employer  and  eta^loyee  subsidy  alternatives.  Uis 
reasons  are  (1)  that  a  public  employment  program  would  draw  disabled  workers 
away  from  private  employment,  and  (2)  it  would  be  likely  to  protect  or  foster 
inefficiency.    Argument  1  is  not  convincing  since  there  is  no  intuitively  obvious" 
reason  why  disabled  workers  should  be  primarily  in  private  as  opposed  to  public 
employment.    Argument  2  is  stronger  and  suggests  a  real  danger  in  large-scale 
public  employment  programs.    Another  danger  would  be  isolating  disabled  work- 
ers from  other  workers.    However,  it  should  be  possibly  to  design  a  public  service 
employment  program  that  would  encourage  high  productivity  among  disabled  work- 
ers and  provide  integration  in  work  situations. 
Demand;     Sheltered  Work  Positions 

  * 

Many  severely  t^andicapped  persons  are  currently  employed  part-time  or 

uneuSpioyed  could  be  employed  in  the  competitive /economy  if  sheltered  work 

positions  are  developed.     These  positions  provide  jobs  that  are  especially 


Greenleigh  Associates,  Employa^-t  Services. 
67.     Martin  Feldstein,  "The  Economics  nf  the  New  Unemployment,    The  Public 

Interest,  1973.    '  '   ,  '  - 
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tailored  to  the  capacities  of  the  handicapped  worker  in  a  competitive  work  en-  ' 
vironment.      The  few  demonstrations  that  have  been  developed  su&gest  that  assist- 
ing an  employer  in  designing  the  appropriate  work  environment  is  potentially  very 

68 

effective  in  creating  employment  for  the  severely  handicapped. 

Many  severely  handicapped  people  need  the  protective  environment  and  services 
of  a  sheltered  workshop  in"o^er  to  work.     Some  have  been  idle  so  long  that 
they  have  completely  lost  their  work  skills;  others  are  incapable  of  working 
an  8-hour  day  on  a  sustained  basis.    The  nature  and  pressures  of  the  competitive 
labor  market. will  not  permit  the  hiring'  of  workers  who  in  any  way  fall 

>    short  of  meeting  normal  job  standards.    We  discuss  workshops  in  the  Chapter 
on  Rehabilitation  Facilities. 
Demand;    Wage  Subsidies 

Another  way  of  stimulating  demand  is  t9  make  the  severely  handicapped  less 
costly  to  employers    by  subsidizing  some  of  their /wages.    Under  such  a  program 
the  Federal  Government  wduld  pay  the  employer  the  difference  between  the  value 
of  the  worker's  product  apd  the  minimum -wage  rate  or  pay  a  fixed  percentage  for 
certain  kinds  of  employed  handicapped".     These  Subsidies  could  go  to  both  compe- 

^  titive  and  sheltered  enterprises.    Although  the  cost  of  this  program  is  not 
calculated  here,  it  would  be  possible  to  arrive  at  a  guesstimate  by  using  the 
wage  raee  of  those, in  sheltered  workshops  as  a  proxy  for  the  value  of  labor 
and  by  calculating  the  difference  with  the  minimum  wage.  y 


68.    Nagi,  "Work,  Employment,  and  the  Disabled,"  p.  31;  d:  Clarke  and  A. 
Biscardi,  "Industrial  Therapy  in  a  Large  Psychiatric  Hospital,"  Psychiatric 
Quarterly.  "October  1963,  pp.  648-651;  abilities  Incorporated  of  Florida,  • 
"Employment  of  the  Physically  "Disabled  in  a  Competitive  Industrial  Environment, 
Pamphlet,  1966;  Viscardi,  "The  Adaptability  of  Disabled  Workers,";  Shworles  and 
Tamaena.  Development  of  Modern  Vocational  Objectives.     For  a  discussion  of  the 
experience  with  job  creation  in  Western  Europe  see:  Beatrice  Retibens,  The  Hard- 
-  to-Employ;  European  Programs  (New  York:  Columbia  University  Press,  1970).    _  , 
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Till  WIN  Tax  Cr edit  of  the  Revenue  Act  of  1971  is  one  public  program  that 
has  implemented  this  approach,  although  it  is  more  complicaled  than  the  one 
proposed  here.    Under  this  Federal  program,  deductions  are  allowed  for  training 
costs  and  supplementary  benefits. 

The  effect  of  the  subsidy  in  stimulating  demand  for  labor  is  a  subject  of 
"study  and  debate.    The  European  experience  with  wage  subsidies  suggests  that  they 
have  not  be^en  very  effective  in  gener^ating  employment  and  must  be  set  a  high 
levels  in  o^der  to.  affect  the  demand  for  disabled  labor. An  Urban  Institute 
study  of  the  WIN  Tax  Credit .indicated  a  slight  increase  in  employment  of  welfare 

70  .  - 

recipients.  ' 

Several  studies  of  wage  rate  changes  have  arrived  at' (U^erent  conclusions 
as  to  the  -impact  of  the  prograii.on  employing  low-skilled  labor.       Some  suggest 
.small  effects  while  others  suggest  potentially  strong  employment  effect. 

One  supplementary  means  o£  increasing  employment  opBortuni|ie^s  for  the  dis- 
abled with.private  as  well  as  public  emplo^rfrs  is  to  provide  subsidies  or  direct 
grants  for  making  appropriate  work  environment  and  equipment  mQdif ications . 
Provisions  for  such  modifications  are  included  in  the  1973-Rehabilitation  Act," 
but  data  kre  not  available  to  assess  utilization. 

A  number  of  writers  have  urged  the  use  of  publicly  financed  employer  sub- 
sidies,."^- Sometimes  this  recommendation  is  predicated  on  the  belief  that 

Reubens.  The  Hard-to-kmploy, 'ppi  162-l73,  396. 
70.     R.  Crandall,  C.  D.  MacRae,  and  L.  Y.  Yap,  "Employment  and  Wage  Effects 
of  the  WIN  Tax  Credit,"  Working  Paper  3603-2,  The  Urban  Institute,  Washington, 
1973 

'71      Alan  Fechter,  "Full  Employment  and  Income  Security:  The  Role  o-fWage 
Subsidy'Programs  as  Policy  Weapons,"  Working  Paper  963-29,  The  Urban  Institute, 

Washington,  19*73.  ,  ^        j  t  r-  1^^. 

72.     E.g.,  Paul  M.  Ellwood,  Jr.,  "The  Reh^ilitation-Industrial  Complex 
Toward  a  New  Rehabilitation  M.rl.»^,"  .Tnurnal  ^of  Rehabilitation,  March-April  1969 
and  Wolkowitz,  "Demand  for  Disabled  Workers."  " 
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disabled  workers  are  less  productive  than  other  workers.    Although  many  disabled 
workers  are  (or  would  be)  less  productive  than  other  workers  on  some  jobs  and 
some  disabled  workers  would  be  less  productive  than  others  on  most  jobs,  evidence 
on  productivity  indicates  that  if  job  and  worker  are  matched,  disablecj  workers  are 

73 

generally  at  least  as  productive  as  others.      This  still  leaves  unanswered  the 

<^ 

question  of  whether  or  not  the  main  reason  why  more  disabled  workers  are  not 

hireA  is  that  most  unemployed  disabled  workers  are  relatively  unproductive 

for  Jobs  in  which  people  are  being  hired.     If  this  is  the  case,  employer  subsidies 

to  make  up  for  the  relative  ineff icienc^of  these  disabled  worlj:ers  (as  a  stimulus 

for  hiring  them)  would  make  sense.     However,  if  the  problem  lies  primarily 

in  employer  prejudice,  irrelevant  or  overly  strict  job  requirements,  overcaution 

on  the  parts  of  company  physicians,  and/or  restrictive    union  policies,  then 

eiuployer  subsidies  may  have  to  be.  extremely  high  to  offset  this  barrier. 

FeJ-dstein^^  assumes  that  disabjed  workers  are  less  productive  than  - 
others  and  proposes  that  either  an  employer  subsidy  system  or  an  employee  sub- 
sidy system  (allowing  employers  to  pay  less  than  minimum  wage)  be  used  to  make 
up  for  low  productivity.     The ^employer  subsidy  system  that  he  outlines  tries  to 
avoid  the  problem  of  cdmpensating  employers  for  hiring  the  disabled  workers  whom 
they  would  have  hired  anyway.    It^ would  pay  only  the  difference  between  what  the 
employer  is  willing  to  pay  the  worker  and  the  minimum  wage,  and  a  disabled  work- 
er would  be  abie  to  .go  to  any  employer  with  his  subsidy.     Apparently,  only  em- 
ployers of  those  disabled"  workers  who  are  judged  to  have  low  productivity  would 
be  el^igible,  although  the  author  does  not  discuss  this  point.  ^ 
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Demand;    Employment  Quotas  •  ^ 

Several  European  countries,  notably  Great  Britain  and  West  Germany,  have 
required  firms  above  a  certain  size  to  hire  handicapped  workers  as  a  given 

i  •  ■ 

percentage  of  their  employees.     In  Great  .Britain,  individuals  are  registered 
whenever  they  have  a  disability  which  will  last  longer  than  a  year.    The  quota 
rate  is  set  at' 3  percent  f or 'all  eligible  firms.    Firms  not  meeting  this 
quota  cannot  hire  a  unregistered  person  without  a  special  permit.    All  dis- 
abled laborers  must  be  paid' the  same  wages  as  their  coworkers  except  for  those 
activities  exempted  by  the  law.    Despite  some  difficulties  in  getting  poten- 
'  tial  handicapped  registered  and  the  uneven  geographic  distribution  of  jobs, 
the  British  system  appears  to  have  signif icantiy  reduced  the  employment  prob- 
lem for  the  handicapped.    Although  more  restr ictive^jTterms  of  eligibilit?y , 
the  West  German  quota  system  appears  to  have  been  equally  effective. 

One  of  the  costs  of  such  systems  is  that  abled-bodied  laborers  may  be 
displaced  and  the  production  of  goods  and  services  may  be  more  costly.  In 
periods  of  high  unemployment,  under  the  quota  system  the  handicapped  would 
not  be  fired  as  quickly  as  they  would  without  public  ii^tervention.  Since 
all  firms  would  be  under  the  same  constraints,  it  would  not  create  inequities 

f 

in  the  short  run,  altlfough  in  the  long  run  some  firms  might  relocate  in  areas 
with  few  unemployed  handicapped  people. 
Demand;    Projects  with  Industry 

The  Project  with  Industry  program  was  authorized  in  1968,  but  did  not  be- 
come  operative  in  a  substantial  way  until  1971.    This  program  authorizes  co- * 
operative  arrangements  and  funding  with  employers  and  organizations  for  special 
projects  that  will  prepare  handicapped  people,  par ticul^arly  those  who  are  severely 
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75.     Reubens,  The  Hard-to-Employ ,  pp.  ±13 -152. 
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disabled,  for  paid  employment  in  the  competitive  labor  market  through  training 
and  employment  in  realistic  work  settings.    There  are  11  such  projects  involving 
about  500  private  industries  representing  almost  all  facets  of  the  American  busi- 
ness community.     The  extent  of  their  involvement  varies  considerably,  but  in  most 
cases  it  includes  training  and  employment  components.    Industries  in  some  cases 
provide  direct  cash  payment  or,  as  is  the  usual  practice,  staff  and  equipment 

1 

support;  J 

About  5,000  disabled  people  have  entered  this  program  since  its  inception 
and  about  70  percent  have  been  placed  in  paid  employment  following  their 
training  in  the  industrial  setting.    They  are  working  as  cable  splicers,  optics 
grinders,  short  order  cooks,  furniture  repairmen,  information  specialists,  garment 
makers,  bank  and  insurance  company  employees,  wai^rs,  waitresses,  fork  lift 
operators,  hotel  maids,'  stock  clerks,  computer  programmers,  and  audit  clerks. 

There  may  be  advantages  in  this  program  to  the  handicapped  people 
who  enrolled  and  to  the  industries  involved.    The  handicapped  people  are  pro- 
vided expanded  job  placement  opportunities,  opportunities  for  entry  into  employ- 
ment with  major  corporations,  and  opportunities  to  benefit  from  advanced  train- 
ing in  industrial  techniques  vrLth  career  advancement  possibilities.  Industry 
obtains  a  prescreened  and  trained  employee,  saving  these  costs  in  exchange 
for  offering  the  position. 

Preliminary  reports  show  that  the  cost  of  training  and  placing  disabled 
people  through  the  Project  with  Industry  program  may  be  less  than  the  traditional 
training  and  placement  methods  in  VR.    The  Projects  with  Industry  program  should  b 
examined  to  see  if  these  cost  factors  and  the  apparent  beneftta  warrant  program 
expansion.  ,  ' 
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Supply:     Extended  Counseling;  and  Evaluation 

An  essential  component  of  any  public  program  for  Improving  the  employ- 
ability  and  the  productivity  of  the  severely  handicapped  is  an  active  outreach 
program  coupled  with  a  system  of  providing  competent  counseling  well  coordinated 
with  medical  rehabilitation  and  opportunities  for  extended  evaluations.     Of  . 
the  severely  handicapped  identified  in  the  Social  Security  Administration 
Survey  only  2  percent  had  received  guidance  or  counseling.     One  study  of 
paraplegics  and  quadriplegics  fouAd  that  much  of  the  high  unemployment  of 
this  severe  disability  group  was 'attributable  to  inadequate  medical  followup 

and  poor  counseling. 

One  function  of  an  extended  counseling  and  evaluatioti  program  would  be  to 
provide  a  realistic  outlook  on  how  the  disabled  person  can  be  maximally  produc- 
tive.    Counselors  should  be  able  to  provides  extended  evaluation- to  determine 
the  capacity  of  the  handicapped  to  perform  or  leacn  certain  types  of  jobs. 
The  extended  evaluation  period  could  also  include  counseling  and  training  for 
the  disabled  person  and  family  members  in  preparing  the  individual  for  self-care 
and  independent  living,  as  prerequisites  for  moving  into  employmei^t.     In  cases 
Jhere  the  client  has  little "competitive  or  sheltered  employment  potential  or 
little  interest  in  employment,  the  counselor  can  encourage  the  client  to  engage 
in  unpaid  wSrk  such  as  reading"  to  others  or  working  for  charitable  and  nonprofit 
organizations.    A  potentially  effective  adjunct  or  alternative  to  traditional^ 
counseling  might  be  provided  by  consumer  groups T    A  program  such  as  the  one 
sketched  here  would  probably  require  counselor  tjme  and  would  continue  over 
a  longer  period  of  time  than  current  counkellng  in  VH  programs. 
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Chapter  lA 
SOCIAL  INTERACTION 


A  person's  career  and  life  style  are  frequently  the  basis  for  judging 
his  success  or  failure.     An  individual's  development  of  a  sense  of  competency 
is  reinforced  and  strengthened  by  achievements  in  work,  in  quality  of  life, 
and  in  the  level  and  satisfaction  of  social  interaction  with  others.  This 
is  no  less  true  for  the  handic^ped  population,  and  the  limitations  imposed 
by  a  severe  disability  can  significantly  hinder  the  de\^elopment  .of  personal- 
ity, self-concept,  and  competency. 
•     Social  Interaction  and  Self^Concept 

Efforts  on  behalf  of  severely  handicapped  persons  have  been  concentrated 
on  restoration  and  rehabilitation  to  the  highest  level  of  indepe.ndent  func- 
tioning, especially  toward  the  goal  of  self-support.     For  the  severely  handi- 
capped, many  of  whom  are  not  and  may  never  be  employable,   this  presents  special^^^ 
difficulties.     Self-concept  and  identity  are  established  through  major  life 
roles  and  role  relationships  ^nd  the  absence  of  work  deprives  one  of  a  signifi- 
canc  source  of  social  validation.    Without  interaction  in  work,  where  most 
individuals  achieve  primary  nonfamilial  interaction,  social  isolation  and 
a  lessened  self-concept  can  result.     The  following  comments  of  persons  in  the 
survey  of  individuals  rejected  by  VR  reflect  how  disability  and  its  resultant 
dependency  can  significantly  damage  a  sense  of  self. 
"I  live  in  a  dead  world." 

**I  feel  as  if  I  am  in  the  way.     I  am  very  bitter  and  grumpy,  just  want 
to  die.     I  used  to  have  a  good  disposition  and  helped  others,  now  I  am  help- 
less.    I  am- just  hanging  in  the  middle."  ^ 

"I  only  have  one-friend,  no  family.     I  just  stay  in"  winter  and  summer, 
I  just  don't  know  —  I'm  lucky  to  live.'* 
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••'...as  for  the  future,  what  future?" 
"I  am  all  alone  waiting  for  the  time  to  pass." 
"Just  sitting  in  a  chair  looking  like  a  human  being." 
"Let's  just  say  I'm  like  a  person  in  quicksand." 
"I  think  they  think  I  can't  do  anything." 

These  remarks  not  only  reflect  a  diminished  self -concept  but  isolation 
..."the  absence  of  meaningful  social  roles  or  rolelessness .  ""^ 
Isolation  of  the  Handicapped  in  the  VR  Survey 

The  VR  survey  attempted  to  measure  the  social  interaction  of  handicapped 
persons  by  asking  a  number  of  questions  relating  to  family  and  social  life. 
Although  an  individual  may  live  with  family  members,  often  the  deperidency 
created  by  disability  affects  self-concept,  his  view  of  himself  often  being 
diminished  by  his  handicap.     The  handicapping  condition  distorts  the  percep- 
tion of  the  Individual's  role  within  the  family.     Survey  results  substantiate 
the  fact  that  although  many  handicapped  persons  have  opportunities  for  social 
contacts,  they  may  still  be  in  a  state  of  social  isolation. 

Of  the  population  sampled,  81  percent  resided  with  family  members  and 
65  percent  of  the  sample  had  at  ^east  one  rela^tive  living  within  10  miles. 
Nonetheless,  participation  was  quite  limited.     Respondents  were  asked  about 
the  kinds  of  social  activities  they  had  engaged  in  during  the  last  month. 
The  most  frequently  occurring  activities  were  visiting  with  friends  or  family 
and  shopp\ng.     Even  with  these  activities,  33  percent  had  not  gone  outside 
their^residence  to'v^sit  family  or  friends,  and  22  percent  had  not  been  visited 
in  their  homes  by  family  or  friends  even  once  during  the  past  month.  Other 

♦ 

1^     Ruth  G.  Bennett,  "Distinguishing  Characteristics  of  the  Aging  from  a 
Sociological  Viev/point,"  Journal  of  the  American  Geriatrics  Society.  Vol.  16. 
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"  social  activities  occurred  even  less  frequently •     In  one  month,  66  percent 
had  not  gone  out  to  a  movie,  restaurant,  or  any  othei:^  form  of  public  enter-  ^ 
tainment;  80  percent  had  not  attended  PTA,  lodge  meetings,  or  other  Social 
or  political  group  meetings;  93  percent  had  not  done  volunteer  work;  and^9A 
percent  had  not  attended  school  or  vocational  training  classes.  . 

Affiliation  with  other  disabled  people  was  infrequent.     Only  one  out  of 
tan  of  the  individuals  surveyed-  knew  of  any  groups  for  the  disabled,  and  only 
one  out  of  ten  respondents  were  members  of  such  groups.     Of  these,  only  half  . 
ever  attended  meetings  or  attended  no  more  than  once  or  twice  a  year. 

Due  to  the  high  percentage  of  persons  living  with  or  near  family  members, 
it  is  not  surprising  that  when  faced  with  a  serious  problem,   62  percent  of 
the  sample  indicated  that  they  could  discuss  it  with  a  family  member;  11  per- 
cent mentioned  pastors,  priests,  physicians,  or  lawyers;  and  2  percent  indi- 
cated that  they  could  talk  to  agency  personnel.     Only  11  percent  respondod 
that  they  did  not  know'  of  anyone  or  were  unsure  that  they  could  talk  with 
^    anyone  about  a  serious  problem. 

For  the  majority  of  the  disabled  persons  surveyed,  social  contact  is 
limited  to  the  family  members  with  whom  they  reside.     Some  indication  of  the 
extent  of  social  isolation  can  be  inferred  from  the  fact  that  one  person  out 
of  three  does  not  leave  his  home  to  visit  family  or  friends  or  to  go  shopping 
X     even  once  a  month.    Other  foiftns  of  social  contact  were  engaged  in  by  less 
th^n  half  the  people  surveyed.     While  these  statistics^provide  a  measurement 
of  the  kinds  of  sociaT  interaction  and  activities  available  to  the  respondents, 
they  do  not  give  an  intiex  of  the  quality  of  these  social  contacts  and  rela- 
tionships as  a  factor  in  the  reduction  of  boredom,  lonellnoHH,  iBolatlon, 
and  feelings  of  helplessness  and  dependency. 
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^^ove8  Toward  Integration  of  the  Handicapped 

In  recen^  years  the  hand}.capped*  population,  through  consumer  and  advo- 
cacy  groups,  have  become  more  vocaj.  In  dentandlng  equality  In  education,  em- 
ployment, housing,  and  transpqrtatlon.     In  a  sense  this  population's  right 
to  participate  fully  In  all  aspects  of  life  has  been  denied.     Ir  recognition, 
Federal  legislators  and  agencies  have  moved  to  compensate  for  this  inequality. 
The  integration  of  the  handicapped  into  the  mainstream  of  life  and  fuller 
partlcipation^\n  all  activities  of  living  is  more  a  reality  today  than  It  was 
25.  years  ago.     The  problems  of  handicapped  individuals  are  multiple  and  the 
needs  extensive.     In  evaluating  what  has  to  be  done,  priorities  for  the  pro- 
vision of  vital  services  such  ^as  medical,  physical  restoration,  special 
education,  and  rehabilitation  are  quickly  established.     The  special' social 
needs  of  the  handicapped  can  easily  be  viewed  as  secondary.     Howevex:,  in'  . 
terms  of  addressing  the  "comprehensive  needs  'of  this  population,  program  com- 
ponents  designed  to  improve  the  quality  of  life  and  social  interaction  of  ' 
the  handicapped  can  contribute  aignif icahtly  to  physical,  intellectual, 
social,  and  emotional*  growth  as  well  as  functional  jievelopm'eht .    Modern  social 
philosophy  has  adopted  the  principle  that  social  and  cultural  participation 
is  a  fundamental  human  and  civic  right.     "The  denial  of  the  right  because 
of  the  conditions  of  one's  life  such  aa  intellectual,  ^nv^ronigental  or  physl- 
cal  handicap  requires  that  society  has  a  responsibility  to  reiser  special 
compensatory  services  to  make  -the  opportunity  for  participation  fully  avail- 
able."^ \  '  ^  ^      -  '  . 

2"!     John  A.  Nesbitt,  "The  Status  of  Outdoor  Recreation  for  Disabled  and 
Disadvantaged:  An  Enormous  Ne^d,  A  Denial  of  Opportunity,"  presented  at  the 
Public  Forum  on  Outdoor  Recreation,  U.S.  Department  of  the  Interior,  June 
1972.       ...  0 
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With  the  development  of  special  education  programs  for  handicapped 
children  and  the  growing  emphasis  on  placing  these  children  in  regular 
school*  systems  X«7henever  possible,  today's  handicapped  children  are  being  given 
greater  opportunities  for  developmental  experiences.     Many  adult  handicapped 
persons  have  been  deprived  of  daily  life  experiences  by  physical  limitations, 
inadequate  schooling,  institutionalization,  parental  overprotection, ^and 
limited  social  opportunities.     "This  deprivation  can  lead  to  an  inadequate 

personality  development,  passivity,  dependence  out  of  proportion  to  the 

3  *  / 

degree  of  disability,  and  isolation."      Social  or  recreational  programs  can 

alleviate  some  of  these  deficiencies  to  a  degree  and  provide  social  interaction 

and  development  experiences  which  may  have  been  totally  or  partially  lacking 

in  earlier  years.  ' 

In  considering  the  design  and  implementation  of  a  program  for  independent 

living,  the  effects  of  social  isolation  created  by  limited  social  interaction 

with  persons  outside  the  family  should  be  a  program  concern.     "A  lack  of 

planned  life -experiences  appropriate  to  an  individual's  age  and  deA^elopmental 

level  inevitably  results  in  a  deficiency  in  personality  development  and  the 


ability  to  relate  to  people." 

A  social  or  recreational  component  to  meet  the  life-enrichment  neeHs  of 
the  handicapped  should  be  considered  in  program  design.     Rehabilitation  pro- 


fessionals have  long  held  that  social  interaction  through  recreational  activ- 
ity can  substantiaUy*  contribute  to  rehabilitation.^    The  Rehabilitation 
Services  Administration  and  the  U.  S.  Bureau  of  Education  of  the  Handicapped 


3.  Giovanna  Negro,  "Recreation  and  Adult  Ejiucatlon,"  presented  at  the 
International  Conference  on  Models  of  Service  for  the  Multi-Handicapped 
Adult,  October  1973. 

4.  Edythe  L.  Heaton,  Skills  in  Living...  Toward  a  Richer  Tomorrow  (New 
York:  United  Cerebral  Palsy  Associations,  Inc.). 

5.  Papers  on  Program  Development  in  Recreation  and  Physical  Act  iv  U  i<-'-*^  * 
for  the  Handicapped  (San  JoHc:  The  InHtitute  for  Interdisciplinary  Studies, 
T971). 
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have  provided  grant  monies  for  research  and  training  in  ihe  area  re'-er.- 
tion,  for  the  handicapped,  recognizing  the  therapeutic  v?.lue  of  rocr^vi  t  ic-ip ' 
activities  and  rehabilitation. 

Because  of  the ^limited  extent  of  social  integration  of  the  most  ^evc^- 
handicapped  in  particular,  they  may  require  cOtnpensatory  kinds  of  services. 
The  ideal  should  be  wholly  integrated  and  accessible  facilities  fo^  all.^/ 
However,  a  need  exists  for  programs  and  facilities  to  provide  special  oppor-  «5f|, 
tunities  to  those  handicapped  persons  who  lack  ihe  skills  necessary  to  be 
integrated  into  routine  progrannntng .     Special  activities  cduld  be  planned 
and  designed  in  much  the  same  manner  as  community-based  programs  for  the  el- 
derly:    community  centers,  social  clubs,  activities,  and  transportation. 
Experience^  would  be  provided-^^to^  of  f  er  the  disabled  an  opportunity  to  discover 
areas  of  competency  and  grow  away  from  isolation  and  total  dependency.  The 
development  of  new  skills  and  interests  would  provide  transitional  experi- 
ences and  orientation,  working  toward  social  adjustment  and  inclusion  in 
regular  community  programming. 

The  establishment  of  recreation  programs  as  a  related  human  service  and 
its  importance  in  relation  to  other  supportive  services  has  not  been  accepted 
by  Federal  agencies  or  by  Vocational  Rehabilitation  itself.     But  the  provi- 
sion  of  recreational  services  to  compensate  for  lacic  of  personal  and  BociaT 
adjustment  has  long  bec^n  integral  to  the  planning  of  voluntary  fiocial  agencies.' 
These  groups  have  recognized  the  vital  function  recreation  playn  in  the  por- 
sonal  adjustment,  recovery,  and  rehabilitation  of  disabled  individuals. 

Many  adult  handicrapped  persons  have  reached  adulthood  chronologically 
but  the"  deprivations  imposed  by  disability  have  resulted  in  inadequate  school- 
ing, overprotection,  circumscribed  social  cTpportunities ,  expectation  of  failure, 
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inadequate  personality  development,  passivity,  isolation,  and  dependency. 
Recreational  activities  can  be  designed  to  compensate  or  alleviate  many  of 
these  deficiencies  and  provide  multiple  opportunities  for  social  interaction 
It  has  been  found  that  "when  work  does  not  permit  self-actualization  and 

4 

self-expression,   leisure  actj-v^ties  tend  to  take  on  a  compensatory  meaning 
as  a  source  of  self-definition.**'^  ^' 
Private  Effo^gts  at  Integration 

The  Rehabilitation  Institute  of  Chicago  has  initiated  a  program  of 
horseback  riding  for  paraplegic^.     Therapists  at  the  institute  consider  this 
a  therapeutic  prbgram  since  it  increases  independence  and  muscular  coordina- 
tion.    Psychologically,   the  program  provides  for  individual  accompll<phment 
and  an  improvement  of  self-image.     Riding  gives  a  sense  of  movement  and 
command  that  is  heightened  and  combined  with  a  sense  of  achievement  when  the 
rideV  is  a  paraplegic. 

The  results  of  a  recent  study  on  the  physical  and  mental  reactions  of 

physically  handicapped  children  to  riding  reveals  that,  in  addition  to  the 

pleasure  experienced,  statistically  significant  results  were  measurable  in 

9 

increased  mobility,  motivation,  and  courage. 

Recreation  can  be  a  crucial  ^ement  in  helping  a  handicapped  person  gai 
self-confidence  through  new  skills  and  interests.     The  18th  National  Wheel- 
chair Games  held  ^n  197A  demonstrate  the  wide  range  of  competitive  activitie 
that  can  oontribute  to  increased  personal  feelings  of  competency.  Three 


6.  Negro,  "Recreation  and  Adult  Education." 

7.  Elmer  A.  Spreitzer  and  Eldon  E.  Snyder,  "VJork  Orientation,  Meaning 
of  '.eisure  and  Mental  Health,"  Journal  of  Leisure  Research,  Summer  1974. 

8.  "Boots,  Saddle,   to  Horse,  and  Aw^y,"  Rehabilitation  Record,  Julv- 
August  1973. 

9.  Sol  Rosenthal,  M.D.,  "Risk  Exercise* and  the  Physically  Handicapped," 
Rehabilitation  Literature,  May  1975. 
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hundred  disabled  athletes  competed  in  archery,  shotput,  discus,  javelin, 
table  tennis,  weightlif ting,  distance  races,  and  swinnning. events .  Wheel- 
chair  basketball  and  wheelchair  and  blind  bowling  leagues  are  numerous  and 
provide  opportunities  for  social  interaction  and  achievement. 
^         Existing  recreational  programs  and  facilities  in  local  communities  hold 
the  potential  for  reducing  the  social'  i^aolation  of  the  handicapped.     But  it 
will  be  necessary  to  investigate  funding  sources  and  program  design  ifi.an 
effort  to  implement  all  means  of  integrating  the  handicapped  into  community- 
supported  programs. ^  ^ 
Federal  Approaches  to  Integration 

At  presen£,  the  Federal  programs  that  address  the  social  integration  of 
^  the  handicapped  in  activities  concerned  with  social  needs  are  primarily  in 
^h^^^ea  of  butdooi  recreation.     Passage  in  1963  of  P.  L.  88-29,  the  Outdoor 
Repreafeion  Program  Act^  set  forth  a  policy  that  all  Americans  should  be 
assured  adequate  outdoor  recreation  r.esources. 

The  Bureau  of  Outdoor  Recreation  of  the  Department  of  Interior  has 


e^iiiopec 


de^tgioped  a  Nationwide  Outdoor  Recreation  Plan  mandated  by  the  Apt  to  assess 

Congress,  Federal,  State,  and  local  governments    and  the  private  sector  on 

the  formation  and  development  of  recreation  programs.     The  plan  calls  for 

all  levels  of  administration  to  ^f ocus  on  the  needs  of  ail  people,  including 

the  handicapp^  in  the  planning  and  developmen^)f  facilities,  and  states: 

*The  ppecial  recreation  needs  of  the  mentally  and  physically 
handicappe4  are  often  overlooked  in  the  planning  and- provision  of 
recreation  opportunities.     Physically  handicapped  people  frequently 
are  prevented  from  ;utilizing  outdoor  recreation  opportunities  by 
construction  features  of  jauildings  and  facilities.  /  > 

The  Architectural  Barriers  Act    of  1968,  noted  earlier,  complements 

this  legislation  by.  requiring  that  all  buildings  and  facilities  constructed 
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in  whole  or  part  with  Federal  funds  must  be  made  accessible  and  usable  by 
the  physically  handik:apped.     All  applicants  for  funding  from  the  Bureau  of 
Outdojor  Recreation  xnkst  comply  with  the  Architectural  Barriers  Act  and  follow 
the  design  criteria  specified  in  the  American  National  Standard  Specifications 
fi^r  Making  Buildings  Accessible  tcO  and  Ugable  b^  the  Handicapped.     The  guide- 
^in^s .  for:^ development  projects  also  state  that  "adaptations  for  use  by  the  , 


handicapped  of  facilities  dt^herwise  eligible  for  funding  is  stfongly  encouraged 
Grant-in-aid  funds  are  made  available  through  the  Land  and  Water  Conservation 
Fund  created  in  1965  to  help  finance  Federal  land  acquisition,  State  recreation 
planning,  a'nd  State  and  local  land  acquisition  and  development. 

The  1973  Vocational  Rehabilitation  Act  states  that  '*No  otherwise  handi- 
capped  individual  in  the  United  States ...  shall ' solely  by  reason  of  his  handi- 
cap, be  excluded  from  participation  in,  be  denied  the  benefits  of,  or  be 

p 

/  V 

subjected  to  discrimination  under  any  program  or  activity  receiving  Federal 

financial  assistance." 

The  pieces  of  legislation  cited  liave  significant  impact  on  the  rights 

f  ^ 

of  handicapped  persons  to  participate  in  recreation  programs  and  facili- 

.  ,  r 

ties.     While  this  legislation  would  appear  fairly  adequate  to  insure 
acce^ibility  for  the^  handicapped,  one  has  only  to  visit  a  local  facility 
to  t^e  convinced  that  existing  requirements  are  not  enforced.     The  establish- 
ment of  a  system  of  regional.  State,  and  local  monitoring  would  seem  appro- 
priate  to  insure  that  all  Federal  and  State  laws  and  regulations  are  being 
complied 'with.     In  addition,  no  provisions  exist  at  this  time  for  the  modifi- 
cation pf  existing  structures,  a  iact  that  contributes  significantly  to. 
^enying  access  to  and  participation  of  the  handicapped.  ^ 
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In  the  absence  of  direct  Federal  appropriations  for  recreation  of  handi- 
capped  individuals, ^billions  of  tax  dollars      are-appropriated  annually  to 
various  Federal,  State,  and  municlpel  agencies  with  recreational  interests. 
Investigation  of  how  sonje  of  these  tax  dollars  could  be  channeled  across 
funding  sources  to  support  programs  far  the  handicapped  should  }>e  undertaken/ 

Progress  has  been  made  particularly  in  providing  access  to  outdoor 

J  ■  ■  ' 

recreation  facilities.     The  privately  owned  recreational  yeifferprises  (theaters, 
restaurants,  clubs,  etc.)  to  a  large -extei^t  remain  inaccessible  to  potential 
handicapped  users*    This  may  be  largely  attributed  to  lack  of  awareness  on 
the  part  of  the  business  sector.    Public  information  programs  designed  to  | 
inform  local  communities  and  businessmen  of  the  needs  of  the  handicapped  and 
to  stress  the  community's  responsibility  to  respond  to  these  needs  would  seem 
an  essential  first  step.     Dissemination  of  information  to  local  businessmen 
on  facility  modifications  and  design,  techniques,  and  methods  useful  in 
accommodating  the  phy^cally  handicapped  would  increase  awareness  of  the 
rights  of  the  hanc^icappe^ person  to  have  acces^to  places  of  recreation. 
Sensitizing  communities  through  public  information  programs  on  the  nature 
of  disability  and  the  needs  and  rights  of  the  handicapped  is  essential  to  , 
breaking  down  the  attitudinal  barriers  that  have  set  apart  the  handicapped 
in  the  general  public's  mind.     The  private  i)usiness  sector  has  made  considerable 
investment  in  modifications  to  attract  the  able-bodied;  modifications  to 
accommodate  the  handicapped  can  be  an  equally  good  investment. 
Qverccjming  Barriers  to  Social  Activities  for  the  Handicapped 

The  major  barriers  that  prevelit  ^arge  numbers  of  handicappef  persons  / 


from  social  activities  are  in  attitudes,  architecture,  and  transTOrtation , 

10  J  National  Forum  on  Meeting  the  Recreation  and  Park  Needs  of  Handi- 
capped People,  sponsored  by  the  President's  Commiptee  on  Employment  .of  the 
Handicapped  and  the  National  Recreation  and  Park  AssociatiiH^,  Auj»ii.sl  1^)7/^. 
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"You  have  to  operate  on  the  basis  that  you  can  never  move  aw^y  from 
the  reality  of  the  situation  which  is  that  you  are  going  to  have  those  awful 

moments  of^  not » under  standing  and  the  tot^l  mental  barriers  between  the  handi- 

y 

capped  and  the  normal  population." 

•* 

The  disabled  population  can  contributie  significantly  to  the  modification 

-  .       \  ,  ' 

of  indifference.     Advocacy  groups  wiUhin  the  local  commiinity,  provision  of 
information  on  the  needs  of  the  handicapped  citizen,  lobbying  for  the  rights 
of  accessibilit)^  to  local  facilities^  and  increased  visibility  of  the  handi- 
capped,  all  offer  two-way  educational  experiences  for  both  groups.  Persist- 
ent" pressure*  by  handicapped  individuals  in  an  organized  manner  can  create 
change.     The, g?eneral  public  will  learn  to  accept  the  presence  of  the  handi- 


capped in  places  of  employment,  education,  coiranerce,  entertainment ,  and 
recreation.  " 

^     Architectural  barriers  are.  the  manmade  feat.ures  of  buildings  and  facili- 
ties  which  prevent  the  handicapped  from  utilizing  public  and  private  social' 
and  recreational  opportunities.     These  features  of  parks,^  theaters,  restau- 
rants, beaches,  etc.  exist  because  in  the  design  and  planning  phases  the 
needs  of  handicapped  citizens  are  not  considered.     These  barriers  reflect 
the  indifference  and  lack  of  awareness  by  architects,  urban  planners,  fiudlders 

I  ^       ^  ^ 

and  local  officials  in  the  design  and  consl^ructio^  of  facilities  an"d  effec- 
tively deny  the  handicapped  the  right  to  work,  travel,  and  recreation. 
Incentives  to  create  a  barrierTf ree  environment  and' to  ameliorate  the  condi- 
tions  which  exist  for  the  handicapped  in  using  private  facilities  have  yet 
to  b^  address^K^i  "  '  u  ^ 

Involvement  in  social  activities*  assumes  a  high' degree  of  mobility.  The 
lack  of  adequate  and  Accessible  transportation  denies  large  numbers  of  handi- 
capped  persons  the  mobility  necessary  to  become  integrated  into  the  social. 
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cultural,  and  recreational  activities  available  in  their  local  communities. 

Disability  often  means  low  income.     If  public  administrators  accept 
the  responsibility  of  integrai^ing  the  handicapped  into  community-supported 
activities  of  a  social  or  recreational  nature,  they  must  acknowledge  that 
programs  do  not  provide  funds  for  the  special  needs  of  the  handicapped. 
In  the  planning  sequence  of  programs,  evaluation  of  the  problems  that  in 
effect  preclude  accessibility  for  the  handicapped  even  when  programs  exist 
must  be  *  considered .  " 

The  existence  of  attitudinal,  architectural,  and  transportation  barriers 
constitute  tlje  major  deterrents  that  prevent  the  handicapped  from  receiving 
a  fair  share  of  community  supported  social  and  recreational  services  or 
reasonable  alternatives.    A  major  principle  was  enunciated  by  the  President's 
Committee : 

All  disabled  citizens,  each  according  to  his/her  individual 
ability,  shall  be  guaranteed  access  to  recreational  programs, 
activities,  and  facilities  which  are  considered  public.  (The 
term  "public"  to  be  considered  both  tax  supported  and  publicly 
used  but  privately  owned. )12 

If  this  is  to  become  a  reality  for  the  handicapped  it  must  be  translated  into 
legislation,  policy  implementation,  and  attitudinal- changes  on  the  national. 
State,  and  local  levels  of  government  organizations  and  agencies. 


12. — The  President's  Committee  on  the  Employment  of  the  Handicapped, 
Committee  on  Recreation  and  Leisure,  August  1974. 
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Chapter  15 
COMMUNICATION  BARRIERS 

The  inability  to.  communicate  effectively  in  itself  constitutes  a  signi- 
ficant  handicap  to  functional  competency.  Frequently  communicat io*n  problems 
are  s)rmptomatic  of  or  linked  with  other/ primary  disabilities  such  as  cerebral 
-palsy,  post-stroke  aphasia,  or  retardation.  Since  the  establishment  of  an 
effective  client-counselor  relationship  is  central  to  the  rehabilitation  pro- 
cess, the  inability  to  communicate  may  precipitate  unsuccessful  case  closure, 
reducing  the  probability  of  rehabi].itation  for^many.  ^ 

A  small  number  of  persons  having  communication  impairments  as  their 
primary  disability  were  surveyed  in  the  Vl(  survey.     Twenty  persons  with  visual 
impairment^  (2.2  percent  of  the  total  survey  population),   9  with  hearing  im- 
pairmefits  (1  percent),  and  5  with  speech  impairments  (.6  percent)  were,  surveyed. 
These  low  numbers  are  due  to  the  fafct  that  the  proportions  of  such  persons  in 
•the  total  population  of  persons  rejected  from  VR  is  small,  and  oV^rsampling 
of  this  group  was  not  possible,  since  all  consenting  respondents  within  a 
reasonable  distance  from  the  interview  sites  had  to  be^  selected  for  interview- 
ing to  re^h_the  desired  number  of  inCeryiews. 

^  BARRIERS  IDENTIFIED  BY  INTERVIEWS 

There  were  a  number  of  indications  other  than  primary  diagnosis  . 

.  of  the  presence  of  communication  difficulties,  including  interviewer  assess- 

/ 

ment  of  communication  impairments,  communication  services  received  and  needed, 
and  communioation  equipment  used  and^ needed.  -  * 

Interviewers  simply  noted  at  the  end  of  the  interview  whether  communl-'  ' 
cation  problems  of-  various  sorts  were  evident  during  the  interview.     Table  15-1 
summarizes  these- results .     With  the  exception' of  impairments  in  reading  and  . 
writing,  interviewers  were  able  to  make  this  assessment  more  than  98  percent  ^ 

.       •        •      ■   -370  ' 
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Table  15-1 

Communication  Problems  at  Time  of  Interview 


Impairment 


QIRC 


N 

X 

N 

1 

Listening  (understanding)  impaired 

91 

10 

2 

30 

9 

8 

Speaking  (content)  impaired 

89 

10 

.•0  i 

1 

6A 

20 

8 

Speech  (intelligibility)  impaired 

88 

9 

.9 

79 

25 

Cultural  barriers  to  communica- 
tion— slang,  heavy  accent 

33 

3 

1 

.7 

^8 

5 

.9 

Hearing  impaired 

J5 

8.4 

24 

7 

.8 

Vision  impaired  . 

147 

16 

.  5 

130 

-  4  7^ 

:\ 

1^  

of  the  time.     Hearing  impairments  were  noted  for  8  percent  of  both  the  CMRC 
and  VR  populations.     The  CMRC  patients,  probably  because  of  the  large  number 
over  65  years  of  age,  had  more  than  twice  the  number  of  visual  impairments 
compared  to  the  VR  population  (47  percent  compared  to  16  percent) .  Speech 
Impairments  of  either  content  or  intelligibility  v/ere  present  in  about  one  out 
of  ev^ry  four  CMRC  patients  surveyed,  which  was  more  than  twice  as  often  as 
in  the  VR  population.     This  Is  probably^  accounted  for  by  the  large  number  of 
persons  surveyed  in  the  CMRC  population  who  had  suffered  strokes  (43  pe^ent 
had  this  as  their  major  handicapping  condition,  compared  with  only  4  percent 
o£.  the  VR.  population)  .     Impairments  in  understanding,  however,  wele  cited  for 
only  one  out  of  ten  in  both  populations. 

These  interviewer  measures  suggest  a  much  higher  level  of'  communication 

/  ■  . 

impairment  than  might  be  suggested  by  diagnosis  alone.    However,  the^e  are. 
gross  measures  which  teli  nothing  about  Che  level  of  ^airment,  whether 
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these  Impairments  are  serious  enough  to  require  special  services  or  devices, 
Whether  thef  are  correctable,  or  whether  the  same  individuals  are  suffering 
multiple  communication  handicaps.     It  does  lead  to  some  speculation  that  the 
reason  these  persbns  may  have  been  closed  from  VR  may  have  b^en  partially  due 
to  difficulty^ in  coiinnunicat;,ion. 

A  global  measure  of  the  level  of  impairment  in  "communication  and  vision 
Was  obtained  by  trained  nurses  in  the  CMRC  survey,  using  thp  PULSES  Profile-"" 
(see  Table  15-2).    At  the  time  of  interview,  38  percent  had  no  communication 
t)roblems.     Another  45  percent  were  completely  independent  in  communication  and 
vision,  but  had  a  mild  to  moderate  l^el  of  impairment  (such  as  needing  giasse 
or  other  devices).     The  only  persons  who  would  qualify  as  having  severe  com- 
munications problems  were  those  Who  were  dependent  upon  assistance  from  an 
interpreter  or  supervisor  in  communication  (13  percent),  and  those  who  were 
totally  dependent  with  respect  to  communication,  such  as  individuals  who  could 

not  speak  at  all  or  who 

As  Table  15-2  indicates,  there  was  considerable  change  from  admission 
to  discharge  from  the  CMKC- in  communications  skills.     Almost  all  (97  percent) 
v/ere  communication-dependent  upon  admission,  compared  to  only,  12  percent  on 
discharge.     Most  of  this  gain  was  retained  over  the  time  interval  from  dis- 
'    charge  to  interview  (roughly  11/2  years). 

Analysis  of  the  individual  communications  items  (listening,  speaking, 
cultural  barriers,  hearing,  and  vision)  checked  by  the  interviewers  over  this 
time  period  reveals  considerably  less  change.     All  of  the  percentages  in 
Table  15-3  are  based  on  the  total  numbir  for  which  the  item  could  be  deter- 
miried.     Discharge  percentages  for  all  but  hearfig  and  vision  were  based  on  a 


 1  The  PULSES  Profile  measures  the  need  for  professional  and  nonprofes- 
sional assistance  in  si::  broad  areas  of  activity.     See  Chapter  8,"  Analysis  of 
'Individuals  Who  Received  Services  at  Comprehensive  Medical  Rehabilitation 
Centers.  ^ 
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Table  15-2 


CMRC  Survey — Commimication  Ability  as 
Measured  by  PULSES  Over  Time 


T 


Status  cff 


On  Admission       On  Discharge 


N 


N 


Or.  Interview' 


Independent  with  no  impair- 
ment 

-  i 

152 

49.5 

117 

38,. 

T 

X 

Independent  with  mild 
impairment 

10 

3 

3 

107 

1 

34.9 

137 

44. 

6 

Dependent  upon  assistance. 

interpreter  or  supervi- 
sion 

186 

60 

.6 

36 

11.7 

39 

12. 

7 

Dependent  totally 

t 

111 

36 

.2 

1  ' 

.3 

12  . 

1  - 

3. 

0 

1.     Interviews  occurred 

about  1 

1/2 

years 

after 

dischargt 

Table  15-3 

CMRC  Survey — Changes  in  Communication  from 
Admission  to  Discharge  to  Ihterviewl 


Communication  Impairment 
Listening 

Weaking  (content) 
Speaking  (intelligibility) 
Cultural  Barriers 
Hearing 
Vision 


On 
N 

Admission 
% 

On  Discharge 
N  % 

On 

Interview 
% 

51 

17.3 

32 

12.2 

30 

9.8 

79 

26.8 

56 

23.3 

64 

21.0 

93 

I 

31.3 

80 

37.4 

79 

26.1 

21 

7.2 

20 

6.8 

18 

5.9 

34 

11.6 

31 

10.4 

24 

7.9 

102 

35.3 

100 

33.6 

130 

42.6 

1.    Percentages  based  on  number  of  respondents  for  which  this  was  determined 
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partial  sample,  from  14  to  30  percent  being  undetermined  for  other  items. 
Hence  the  discharge  figures  should  be  viewed  with  caution. 

•  From  admission  to  the  time  of  discharge,  gains  in  communication  were 
made  in  the  ability  to  understand  that  which  was  spoken,  speech  content, 
speech  intelligibility ^  and  hearing.    Vision  became  more  impaired.  However, 
^8t  of  these  gains  were  not  particularly  cframatic.    A  comparison  of  Tables 

and  15-3  suggests  that  interviewers  tended  to  rate  persons  as  impaired 
when  the  level  of  impairment  was  insufficient  to  produce  actual  dependence 
on  interpreters  or  others,  and  that  the  measure  employed  in  Table  15-3 
is  not  suitable  for  indicating  severl^ty  of  communication  impairment. 

Other  indicators  of  communications  impairments  are  provided  by  looking 
at  the  service  needs  of  these  persons  (see  Table  15-4}.     Speech  and/or 
hearing  therapy  was  received  by  a  very  small  proportion  of  the  VR  sample, 
and  by  roughly  one  quarter  of  the  CMRC  sample;  the  percentages  still 
needing  speech  or  hearl^ng  therapy  were  5.3  and  7.5  respectively. 

Specific  services  received  for  the  deaf  and  blind  were  asked  only  of 
VR  respondents;  fhose  wcre^rece^ved  rarely,  and  current  needs  for  these  are 
also  minimal.     (Table  15-5)    This  is  fairly  consistent  with  the  proportions 
of  persons  whose  primary  disability  was  a  visual  or  heai^ing  impairment. 

A  slightly  higher  proportion  had  equipment  needs,  however,  relying 
to  communication  impairEantS.     Equipment  needs  were  higher* for  the  VR  than 
the  CMRC  population.  ^ 

'  POPULATION  AT  RISK  / 

^ecause  the  incidence  of  communicatipn  disorders  affecting  speech. 


hearing,  and  use  of  language  is  so  closely  related  to\the  eftects  ot  other 
disabling  conditions there  ip  great  variation  in  the  definitions  used,  cri- 
teria for  severity  are, not  uniformp  and  the  data  are  incomplete.    The  National 
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Institute  of  Neurological  Disease  and  Stroke  estimates  8.5  mlUlor:  -^crsoas 
have  hearing  impairments  in  one  or  both  ears  of  handicapping  magnitude, 
10  million  have  some  sort  of  speech  disorder,  and  2.1  rillior.  have  disorders 
as  a  result  of  impairments  of  the  central  nervous  system. 

The  study  has  already  described  the  blind  and  deaf  in  sorae  detail. 
Other  persons  with  speech  impairments  'include  those  whose  larynx  or  voice 
box  has  'been  removed.     Many  of  these  people  are  taught  to  speak  with  either 
a  device  or  with  special  breathing  techniques  with  permit  vocalization. 
Stuttering  was  not  counted  among  oCr  most  severely  handicapping  conditions 
and  so  was  not  explored.     Other  aspects  of  the  approach  to  the  communication- 
disabled  ran  into  voluminous  though  fragmented  literature,'  which  prim^i^ily  con- 
sisted  of  reports  on  techniques  for  dealing  with  individual  problems  in 
communication.     The  other  dimension  of  this 'literature  was  its  emphasis  on 
technological  solutions  to  communication  problems.     Much  of  it^^dealt  with 
devices  such  as  reading  machines  for  the  blind,  special  typewriters  for  Lhose 
with  cerebral  palsy,  video-magnification  machines  for  those  .with  rdsidual 
sight.     Much  of  the  material  was  described  in  the  chapter  on  technology;  some 
of^it  is  significant  enough  to  warrant  mention  herfe. 

TECHNOLOGY  FOR  REHABILITATION 

2 

One  report     describes  a  device  by  which  an  electric  typewriter  can  be 
operated  by  a  person  with  very  limited  motor  coordination.    A  number  of 
efforts  have  been  directed  along  similar  lines,  but  this  one  is  most  note- 
worthy because  of  the  degree  tp  v^hich  it  achieves  three  often  conflicting 
objectives:    ease  of  operation;  adaptability  to  suit  a  wide  variety  of 


2.     Douglas  K.  Ramsay,  Arthur  G.  Snappier  and  Pieter  Kop,  "A  Foot- 
Oporated  Typewriter,"  Archives  of  Physical  Medicine  and  Rehabilitation. 
April  1972. 
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individual  circumstances;  and  the  relatively  high  typin?,  speed  whirS  even 

a  quite  severely  disabled  person  could  potentially  attain. 

•  *     *  3 

A  device  called  MAID  (Multi  Access  Interface  for  the  Disat^led)  allows 

a  person  who  is  totally  paralyzed^^o  exercise  a  considerable  *  degree  of  control 

over  his  or  her  environment  by  activating  a  single  microswitch.     By  using  the 

microswitch  to  drive  a  light  along  the  rows  and  columns  of  a'9  x  10  matrix 

until  it  reaches  the  proper  square,  the  disabled  person  can  operate  an  electric 

typewriter,  turn  several  oi^her  appliances  on  and  off,  and  alert  an  attendant 

in  another  room  with  one  of  a  number  of  preselected  messages. 

Communications  services  in' the  VR  program  have  tended  to  be  concentrated 

on  the  deaf  and  blind.     Comprehensive  programs  for  the  mentally  retarded 

routinely  include  this  specialty,  as  do  programs  for  the  deaf-blind,  autistic 

and  mentally  ill,  and  stroke  patients  in  Comprehensive  Medical  Rehabilitation 

Centers.     Suc^i  services  in  an  independent  livitig  rehabilitation  program  would 

probably  be  expanded  as  part  of  an  overall  effort.     Finally,  there  are  other 

suggestions  for  enhancing  communications  in  various  chapters  of  this  report. 


 3^     J.  Agzarian  and  J.  H.  Read,  "A  Muipi-Access interface  for  the  Disabled 

(MAID),"  Medical  Journal  of  Australia,-  F^t^uary  1973. 
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Chapter  16 


If  one  looks  at  the  possibility  of  an  independent  living  rehabilitation 
tfrogram,  or  a  rehabilitation  agency-bafeed  program  for  the  mentally  ill, 
two  immediate  areas  of .concern  arise.     The  first  is  the  problem  of  definition:' 
Who  is  disabled?    Who  is  severely  disabled?.    The  second  area  is  the  interface 
J)etween  rehabilitation  and  the  sets  of  public  and  private  resources  serving  this 
group.     From  the  perspective  of  wl:^at. needs  to  be  done  to  promqte  self-care, 

there  is  a  quest^n  as  to  the  boundaries  between  rehabilitation  and  community 

^  *  '  ^  ^       ^  J 

health  centers,  outpatient  care,  and  mental  hospital  care.  ,  ^ 

&  '  ' 

Most  of  the  rules , 'concepts  and  regulations  one  might  develop  for  the  ^ 
physically  or ^I5>^n  the  developmentally  disabled  simply  do  not  apply  in  the 
case  of  the  mentally  ill.    With  the**  latter  the  diagnostic  technology  is  under- 
developed and  less  precise.     As  treatment  technologies  have  become  highly  dependent 
on  psychotherapeutic  drugs,    many  individuals  whose  symptoms  are  suppressed  have 
been  discharged  from. hospitals  and  do  not  require  ins titiftional  care.     But  they 

c 

are  unable  to  participate  in  the  labor  market  or  fully  adjust'to  unsupervised    ^  , 

\^  ' 

community  living.  , 

;  • 

The  requirements  of  supporting  this  deinstitutionalization  to  "independent 
living"  include  developing  and  mana^Rg^roup  hontes ,  te'aching  self-care  skills 
arid  similar  activities.     There  are  few  ^federal    State,  or  lopal  agen^es  respon- 
sible for  case  management  and flcodrdination.     Given  the  traditional  responsibilities 
of  State  mental  hospitals  and  other  State-lo(^al  programs,  the  question  ariseg  of 
how  rehal%ilitatien  might  differentiate  itself  from  these  service  delivery  programs. 
It  is  clear  that  some  imprf*»ed  mechanism  for  serving  the  severely  me^^^lly  ill  is 

J68  . 
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needed,  but  whether  rehab ili'tatlon  is  the  program  to  deliver  these  ^^rvices  Is 
subject  to  debate.    .  ^  ^      ^  r      '    -  8 

There  is  probably  little  conceptual  problem  In  identifying;  a  group  of 
xJaronically  mental'iy  ill  persons  who  have  long  histories  ^f  illnes^l  often  associat 
with  more  thaSi  one  period  of  hospitalization.    However:,  oth'^^.^^e  more  diffi- 
cult  to  identify.    A  person  in  an  acMte  episode  is  too  disturbed  for  rehab- 
ilitation, but  many  who  go  into  remissiotl  are  hardly  impaire^^t^all  and'^fnay^ 


show  no  particular  disabling  conditiojEi  at  intake. 


c 

elaps 


Some  individuals  wlio  have  had  acute  psychiatric  episodes  may  hav^  no  relapses 

J. 

in  their  live^    or* may  have  only  rare  episodes.     Still  others  feuch  as  manic  de- 
pressives    have  cyclical  di|.;^^culties ,  but  in  remission,  they  exhibit  few  self- 

care  problems.  y^; 

; 

In  large  measure  t^s  degree-^oj/ ambiguity  is  reflected  in  the  way  VTl  treats 
the  mentally  disabled/    Fr\)m>An  analysis  \>i  VR  program  data  we  find  that\he  menta 
ill  ^re  among  t>he  gr^ps  which  have  the  highest  probability  of  being  a 
VR  i^  they  get  to  A't>plfcant  status.     It  is  also  one  of*  the  groups  which,  on 
acce|)tance,  has /a  high  probability  of  ending  up  not  successfully  rehabilitated* 
Our  analysis  ^so  Lit^^  the  mentall^  ill  likely  have  the  characteristics  most- 
associa4:ed  with  severe  work' disability ,   that  is,  with  characteristics  like  those 
in  the  19$j6  Social  Security  Survey  of  Disabled  Adults  who  replorted  inability  to 
work  an4  nad  not  worked  for  a  long  period.     There  would  seem  some  degree  ofj  ^ 
confusion  in  a  program  which  accepts  at  iniiak^a  group  which  must  be  presenting 
itself  as  feasible  of  rehabilitation  but,  finally, holding  constant  age,  sex, 
rpce>  unemployment,  agency  budget,  and  t-he  like,  shows  a  relatively  high  dd^ree 


of  unsucc^raful  closures.  If  there  is  slippage  in  VR,  the  problem  in  independent 
living  rehabilitation  i^  likely  to  be  more  significant.  ' 
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Of  course^  .these  data  are  for  the  natianal  program.  Individual  States, 
as  we  point  out  latef-  in  this  section,  have  developed  Very  good  programs  for 
v7orking  with  the  mentally  ill.  ^ 

One  way  to  deal  with  the  problem  is  to  ^dop^  a  "dnce  iil^l,  always  ill"  rule^ 
Thus;  if  one  has  been  severely  enoufeh  impaired^  say>  to  hai«^  been  hospitalized 
for  psychiatric  services  for  some  period  and  is  medically  considered  to  hav^ 
continuing  care  needs ^  one  could  be  cofisidered  in  the  target  group  for  re- 

^     '  •  *  /   '  .  ■  . 

habili taction.     Severity,  however,  is  another  matter.  * 

Uhile  the  problem  of  defining  who  is  or  is  not  most  severely  handicapped 
by^trfifntal  illness  has  many  dimensions  as  yet  unresolved,  for  many  of  those  at  • 
the '  extreme^where  some^' consensus  exists,  service  n^eds  are  parallel  to  those 
of  the  phylically^ disabled.     The  chronic  schizophrenic  released  after  20  yeays 
in  an  institution  needs  help  in  findii^g . suitable  housing-,  learning  transportation 
systems,  developing  ability  to  purchase  good^^  and  prepare  meials ,  and,  in  effect, 
learning  all  the  skills  of  self^c^re  of  which  the  impairment  anH  inst itut iojtal 
have  deprived  him.     Many  will  be  so  impaired  as  to  require  attendant  care,  1^-ke 
many  ^of  the  physically  disabled.     Al&o,   there  is  of  course  an  ongoing  requirement 

I 

for  medical  and  psychiatric  care. 


One  of  the  things  one^  suspects 
have  be?eh  no  definitive  studies — is 


ioout  deinstitutJ 


ionalUzation —  though  there 
that  there  has  been  no  ongoing  case  management 

responsibility.     As  a  consequence,  ,i  number  of  severely  impaired  jnentally  illi 

ave  b^en  left  worse  off  after  relejased  from  institutions.     They  have  either 
fallen  through  the  cracks  and  r^ceijved  no  service    or  have  been  connected  to 
another  system,  such  as  Supplementa(l  Security  Income,  that  provides  no  service. 
Finally,   these  individuals  are  left;  to  hit-and--miss  connections^  v^ith  service, 
providers  in  other  programs.  .  . 

The  Community  Mental  Health  C^^ntcrs  Act  of  196 3 administered  by  the  Nationa^l. 
Institute  of  Mental  He^lth^  has  helped  to  make  available  community-based  inpatient  . 
ahd  outpatient  psychiatric  service^.     However,  rehab ilita Lion  is  considered  one 
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of  the  optiopal  services  of  a  community  health  program,  rather  than  an  essential 
service  required  for. funding  eligibility. 

*      '  >" 

Despite  authorization  to  serve  the  mentally  ill,  which,  was  gi^en^in  1943,- 
the  ability  of  State  Vocational  Rehabllit^ion  agencies  to  serve  this  group  [ 
really  began  with  the  1954  Amendments ^ to  the  Vocational  Rehabilitation  Act,  which 
increased  funding  and  broadened  autharity.     These  Amendments  added  separate 
Federal  authority  for  training  grants  and  research.     Short-term  training  grants 
in  psychiatric  rehabilitation  were  instituted;  long-term  training  grants  to  col- 
leges  and  universities  included  components  in  the  fields  of  psychiatry  and 
psychology;  grants  for  inservice  training  of  State  pdrso.nnel.  included  programs 
for  the  ^rehabilitation  of  the  mentally  iH-^^, 

Regulations  for  the  1968  Amendments  to  the  VR  Act  broadened  'eligibility 
requirements  for  VR  seirvices  to  J^nclude  among  the  mental  illness  category  persons 
with  'behavior  disorders."    A  large  number  cJf  public  offenders  were  found  eligibl 
on  this'  basis,  and  the  nationals  total  of '  rehabilitations  under  this  category 
grew  from  12,202  in  1968  to  37,956  in  1972. 

The  regulations  for  the  Rehabilitation  Act  of  1973  do  no V Permit  eligibilfity 

W  ;   '  ' 

for  VR  services  on  the.  basis  of  a  beh^ior  diiporder  alone.     Public  offenders 
or  other  clients  who  Viave  previously  been  serVed  on  this  basis  may,  however,  ^ 
still  be  found  eligible  oti  the  basis  of  other  diagnostic  factors  recognized  by 
the  psychiatric  and  psychological  professions.^ 

While  rehabilitations  of  many  mentally  ill  people  with    psychotic  disorders 
have  increased  in  absolute  numbers,  as  a  proportion  of  rehabilitated  clients 
such  rehabilitations  havQ  declined *from  6.6  percent  in  1969  to  6.0  p&rcent  in 


1970  and  5.5  perdent  in  1972. 
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DEFINITION  OF  SEVERE  I-IENTAL  ILLNESS 


*  Otie  of  the^irst  steps  on  this  front  in  this  study  w*as  to  turn  to  the 
various  public  andj  private  agencies  with,  primary  concern  for  the  mentally  ill. 


Their  responses  fellow. 


The  National  Affl3oci'ation  for  Mental  Health;     How  many  people  are  we 


V 


talking  about?     We  don/ t  knoW.     Th^  services  are  disconnected,  and  control 
dispersed;  '  there  is  no  uniform  reporting  system.     Furthermore^,   their  impact 
on  society        ^^J^  in  excess  of  their  numbers.     Witness  the  recent  state-, 
wide  scandals   in  New  York  and  California.    .Many  receive  attention  onlv^i^om 
police ,    |courts ,  and  correctional 'systems . 

The  1957  Commi'ss ion  on  Chronic  Illness  reported  109'  tn  every  1,000 
people  have  a  mental  disordet  and  A9  percent  -qf  the  people  entering  State 
mental  hospitals  have  been  tnere  "at  least  once  before.     The  more  often 
patients  h^vej  been  admitted^tc^  a  tnental  hospital,   the  more  'likely  th(^  are* 
to  return  in  |the  future.  , 

.  i  ■ 

The  National  Center  for  Health  Statistics  reports  th^t  10  percent  of 
the   people    with  chronic  conditions  are  unable  to  carry  out  m^jor  activities 
due  to  mental i problems .    ^The  National  Institute  of  Mental  Health  Biometry  • 
Br^inch  is  currently  conducting  a  study  ^n  chronically  mentally  ill  people. 

Internat4onal  C^^mmittee  Again5t  Mental  illness :     There  is  no  really 
hard  data  as  do  the  number  of  persons  —  in  tenns»of  either  ihci'dence  or  pre-- 
valience — encarapassed  within  ^the  major  categories  of  mental,  disorders.  Such 
data  is  exists  are  usually  extrapolations  of.  limited  and  usually  unrepre- 
sentative epidemiological  studies  in  specific  comraiiq^ities ,   for  example,  the 
N^idtown  Manhattan  Study,  or  are  based  on  standard  institutional  •  reports 
from  a  rjiumber  bf  Federal  and  S'tate  agencies  giving  '^tatistic^  on  admissions, 
readmissions ,  discharges,  etc-   from  such  facilities  as  Veterans  Administra- 
tion hospitatsL  state  and  coynty  mental  hospitals,  private  psychiatric 
facilities,   cojnmunity  mental/health  centers,  psychiatric  departments  of 
geaeral'  hospi  tills ,  outpati^t  clinics ,  and  sim^^^lar  service  units. 


'    The  diffi 
many  psychiatr 
pffychophys  iola, 
anticipated  fun! 
paraplegics,  et 
concommi  tan  t^  o 
judgments  requi 


ulty  in  assessing  the  chronicity  or  degree  of  severity  of 
c  syndromes  is  *due  in  part  to  the  dynamic  fluidity  of  the 
ical  processes  involved."    Judgments  as  to  service  nee.ds  and  ^ 
tiona^  ca^clty  of  the  physically  disabled — the  blind,  deaf, 
. — although  taking  into  account  the  derivative  psychological 
such  disabilities — are  generally  less  complex  than' ''paral  lei 
ed  to  be  made  for  the  psychiatrlcivlly  disabled^ 


\^  POPULATION  AX  RISK 

\ 

.  •  There  is  no  natic^nal  system  for  the  collection  of  prevalence  and  incidence 
data  on.mehtal  disorde\i:%.     There  is,  however,  a  statist  ical  system  whicli  pro- 
vides  systematic  data  c^n  '  the' number ,  distribution,  and  characteristics  of 
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psychiatric  facilities    and  of  patients  utilizing  them.     For  example,  Table  ^ 
16-1  gives  the  number  of  |)atient  care  episodes  in  psychiatric  services  in  1971, 
by  type  of  facility,,  aivd  the  percent  \in  each  type* 

Table  16-1 u  ^  ^  * 

_^     _  '  •  .         ^  _ 
Patient  Care  iEpisodes  in  Psychiatric  Services,  1971 

•   ^  ft  ^—  :  

Type  of  Facility 

All  Faci]:it:^es,  \\\  Episodes 

Inpatient  Episodes 

State  and  County J^ntal  Hospitals 
Private  Mental  Hospitals  ^ 
Veterans*  Administration  Hospitals 
General  Hospital  Psychiatric  Services 
Resi'dential  Treatment  Center  for 

Emotionally  Disturbed  Children 
Community  Mental  Health  Centers 
Other  Multiservice  Facilities, 

Outpatient  Episodes 

Community  Mental  Health  Centers' 
Other  Outpatient  Services  ^  ^ 

Day  Care  Episodes 

Community  Mental-  Health  Centers 
Other  Day Jfare  Service^ 


T 


Number 

Percent 

4,190,913 

100.0 

,  1,755,816 

41.9 

74'5,259 

^     fc7 . 9" 

97,963 

2.3 

176^800 

4.2 

542, "642 

12.9 

28,637 

0.7 

130,088 

3.1 

34  ,427 

0.8 

2,316,75V 

55.3 

622,906 

14.9 

1,693,848^ 

40.4 

V, 

'118,343 

2.8 

'  43,653 

1.0 

74  ,690 

1.8 

•  Education, 

and" 

Welfare , 

National  Institute  df  Me^ntal  Health,  Office  of  Program- Planning  and 
Evaluation,  *teiometry  Branch,  Survey  and  Reports  Section.  ^ 

/ 

There  is  no  way  to  provide  a  defi-nitive  answer  to  the  ques-tion  of^  how  well 
presently  available  mental  Health  services  are  meeting  Che  country'^  need.  How- 
ever,  by  hypothesizing  varying  levels  of  need,  as  suggested^by  various  community 
sHirveys  of  the  pre.^alen^e  of  mental  ^disorders,  by  utilizing  the  data  on  the  use 
of  facilities,  and  by  assuming  that  all  persons  counted  needed'the  service  pro- 
viced,  some  rough  estimates  can  be  matie  as  to  the  extent  to  which  these  facilitie 
are  meeting  various  levels  of  need.^  ' 

T!     Morton  Kramyr,  **The  Role  of  a  National  Statistics  Programmer  in  the 
Planning  of  Community  Psychiatric  Services  In  the  United  States,"  in  .1.  K.  Wlnj; 
and  H.  Hafner,  eds.,  Uqots  ol  Evaluation  (London:     Oxford  Universi  ty*  I' res.s , 
Ely  House,  1973)  .  / 
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^  .Such  estimaf es^^were  developed  In  an  unpublished jjaper  on  "issues  ^n  the 
Development  of  StatistiGfal  and  Epidemiological  Data  for  Ment^Wlealth  Services 
Research."*    This  report  estimatai  a  low  range^of  A. 3  million  persons  needing.* 


care  in  1975  and  an  upper  limitJ        A3^111on  persons,.         .  ^  - 

The  nu&ber  and  percent        episodes V)f  ^npatl^nt  and  optpatien<t  services 

by  diagnosis  is  shown  on  Table  16-2.     The  high  proportions  of  schizophrenia     ^,  - 

should  b&  noted.     This  disordet  accounted  for  ^2  per<»e^t  -of  all  patieat  care 

epispdes-; — almost  32  percent  o^  inpatient  episodes  and  16  percent  of  outpatient^ 

'episodes.    .    .  "  ^  '  ' 

-  *  '  •  i  . 

Qhronic  schizophrenia  must  be  considered  one  of    the  more  severely  handi- 

capping  mental  conditions/     The  shortened  hospitMization  time,  thd  impossibility 

*  of  a  permanent  medical  cqre  known  to  medicine,,   the  lack  of  community  resources 

to  maintain  extrains ti^tutional  adjustment,   the  slight  probability  of-  empLoymerit  < 

(of  the  Oast  iriajority  of  schizophxenics ,  arid  a  ■  repdmiss'ion  rate  ?)f  '50-^60  percent 

within  2  years  are  all  part  of  the  dilemma  in  schizophrenia. 


s 


391 


2.  Ibid. 
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Table  16-^2  '  ' 

( 


^umbei  and  Percent  Distribution  of  Patient       »  « 
-  •  -  Care  EplaodeB  by  Diaenofllfl  iox  Tnparlp.nt  and 
"  Outpatient  Services,  1971 


UXagT)rU5J.S  ^ 

Total 

Inpatient 

Outpatient 

Total  .                          r]  ^ 

4,009,506 

1,692,752 

2,316.754 

•^Mental  Retardatipn 
Organic!  Brain  Syndromes 
Schizophrenia 
Depressive  Disorders 
'^theF  ^sycBosBs  ^ 
Alcohol  Pisorders  ' 
Drixge   Disorders  , 
All  Other  Disorders 
Undiagnosed 

122,609 
216,153 
9ai,119 
615,261 
,    -  61,851 

353,020  , 
-  117,069 
1,300,728 
.  321,6^6 

46,766 
157,691  , 
537,174 
321,708 

27,810 
227,626 
.  68,162 
'  263,403 

42,412 

75,843 

58^462 
363,94  5 
293,553 

34,a41 
125,394 

48,907 
1,037,325' 
279,284 

*  * 

Note:     This  table  omits  outpatient ^psychiatric  services  of  Veterans  Administ 
tion  hospitals,  partial  care  services  (e.g.,  nightcare,  halfway  houses),  and 
psychiatric  services  in  hospitals  or  outpatient^ clinips  of  Federal  agencies 
other  than  the  Veterans  Administration.  /  , 

^ou'Tce:  Statistical  Note  92.  Department  of  Health,  Education^  and  Welfare/ 
National  Institute  of  Meptal  Health,  Office  of  Program  Planning  aid 
Evaluation,  Biometry  Branch,  Survey  and  Reports  Section  / 
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^  ....  •  fi 

The  identification  of  the  severely  disabled  among,  the  mentally  iM  is  a 
difficult  task,  ev^ti  more  complicated  than  the  identification  of  the- severely  ^ 
disabled  among  the  physically  handicapped,'    For  lexample^  social  and  environmental 
factors  are  even  more  crucial  in  the    treatment,  remission^  or  cure  of  mental 

■     ■  .     •  ■       -  ] 

illness  than  is  the  case  xvith.many  physical  disabilities. 

The  Rehabilitation  Services  Administration  lists  the  following  criteria  ^ 
for  States  to  use  in  reporting  the -severely  disabled  mental  ill. 

Psychotic  disorders:    ,  #  .  \  ' 

 ;   .       ;  > 

If  now  requiring  institutional  care  in  a  mental  hospital  or  psychiatric 
ward  of  a  general  hospital;  or  has  history  of  being' institutionalized 
for  treatment  for-^^yijfr&nths ^or  jnore,  or  on  multiple  occasions;  or  meets 
"  .  the  description  f ot— rtlddeca^e  or  severe  below.        ^7  ^ 

Moderate:  0       ,      .  '  • 

\  ^  ^  ' 

f  Definite  disturbances  of  thinking,  with  definite' but  mild  disturbances 

in  behavior.     Includes  hospital  discharges  who  require  daily  medica- 
\  '     tlon  to  avoid  rehospitalization.     With  provision  of  rehabilitation  ser-^ 

\  .vices,  capable  of  maiptainirtg  themselves  in  the  community  and  l^f  engagi«ng  ' 

'  in  low-stress  competitive  employment,  but  at  yl^aBt  initially  requiring 

continuing  supervision,  guidance,  motivation,  an4  support.  Misunder- 
standing of  instruction^,  activity,  self-isolation,  or  overraction  in 
gesture,  speech  or  emotion  may  be  displayed  durio^the  Vocational 
Rehabilitation  process,  and  may  caiise  concern  to  people  in  the  x>;ork  ^ 
mi'lieu.  .  *  ^  * 

J  *  ' 

Severe;  ^  '  ' 

(a)  Severe^ disturbances  ,of  thinking  and  behavior  that  entail  potential 
hatm  to  self  or, others;   (b^  or  in  the  extremQ,*  sever^e  disturbances  of 
all  components  of  dqily  living,  requiring  constant  supervision  and  care. 
Persons  in  (a),  with  the  provision  of  rehabilitation  services,  may  be 
*  capable  of  m?^intaining  themselves  in  the  community  and  engaging  in 

limited  or  sporadic  productive  activity , 'but  only  under  continuing 
supervision  in  sheltered  cfr  protective  environment,  including  halfway 
houses.         .  •  '  ^ 
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Unable  to  conimunicate-  readily;  have  difficulty*  differentiating  between 
their  fantasies  and  reality;  behavior  is  disruptive  «hd  often  menacing 
to  others;  shouting,"  vulgarity,  carelessness  of  dress  and  excretory 
functions*  ar  possible  suicidal  attempts  necessitate  continuing  obser- 
vation, professional  intervention  and  medication, ' especially  during 
early  stages  of  the- rehabilitatioTi  process^ 


Psychoneurotic  disorders ; 


If  now  reqblripg  institutional  care  in* a  mental  hospital  or  psychiatric 
ward  of  a  general  hospital;  or  has  a  histpry  of  being  in'sti tutionali2;ed 
for  treatment  for  3  months  or  more,  or  on  multiple  occasions;  or  meets 
the  descf'iption  for  moderate  or  severe  below. 


Moderate: 


strq^ps  reactions  which  modify  pattems'of  daily  living.     Ca^n  maintain 
themselves  in  the  community  and  perform  adequately  in  low-stress  com- 
petitive employment  with  the  provision  of  rehab ilijzat ion  serAt^.ces.  May 
require  medication  and  continuing  supervision,  motivation,  and  suppqrt 
at  least  during  nearly  pos tplacement.    Their  fears,  indeclBlon,  loss  of 
interest,  or- occasional  odd  belyavlor  will  be  evident  during  the  re- 
habilitation process,  and  may  moderately  intjerfere  with,  job  per*fonnance 
and  other: ,<7orkei:s'  activities  in '  employment  when  stressful  situations 
arise.         .  '  ■  »  '  . 


Severe:  '  -  '  *  . 

Stress  reactions  to  dally  living  that  result  4.n  cpntinuing, regression 
"and^  tissue-organ  pathology.     Capable  of  pro4uctive  work  but  only  under 
sheltered,  noncompetitive  conditions  in  a  highly  structured -ot  J^rotec- 
tive  environment,  at  least  initially.    .May  requite  continuing  medica- 
tion.    Bizarre  and' disruptive  behavior,  loss  of  interest  in  activities 
of  daily  living,  problems  with  memory  and  concentration  will  be  evident 
in  the  counseling  process  and,  with  their  interference  with  other 
workers,  necessitate  Qontlnulng  supervision,  guidance,  motivation,  ^nd 
support  by  professional  staff  in  the  worU  situation.     Conversion  re- 
actioits,  poor  eating,  and  cleanliness  habits  may  create  considerable 
health  problems. 

VJh^t  do  these  people  need?     The  liational  Assocation  for  Mental  Health 

reported  the  followiag  at  a  special  conference  of  voluntary  agencies.^ 

\The  chronically  mentally  ill  need  assistance  in  the  basic  skills  ^-of 
(community  llvlpg,  such  as  finding  housing,  using  public  transportation, 
•  ;manay,ng  money,  shopping  for  food,  finding  companionship,  having 
^ct^bies  to  occupy  their  days,  and  protection  from  those  who  would 
-hurt^phem.     The'  ex-patient  needs  a*suppor ting,  accepting  reference  group 
which  views  him  as  a"  valuable,   functioning  group  member.     Hg  must^have 
economic  and  social  stability^-  If  these  things  crninot  be  found  alone, 
assistance  mus\  be  given.     It* is  important  to  remember  that  their 
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^•^     inability  to  cope  with  the  daily  strese^of  living  in  our  complex  .  ** 

V  society  is  a  significant  characteristic  of   ths  illness,  and 'treat- 
ment involves  consideration  of  this  limitatioh.    ^      ^  , 

•  V  *     .  .  '    '        *  • 

Finding  housing  is  difficult  for  many  people  on  Ipw  ^Incomes  and  almost  . 
impossible-  for  those  who  don't  have  the  stamina'to  strugglb  for  ^survival. 
Frequently  the  communities  where  these  people^ can  affoi?d  housing  are  ' 
^  not  the  ones  which  provide  protection.     Some  people  are^^ot  abUe  tcr  * 
live  alone  and  need  help  finding  halfway- houses ,  homes,   foster  homes, 
board  and  care  homes.    Many  housing  facilities  for  former  patients  are  . 
Mcensed  and  defined  by  state  or  local  governments  or,   if  there  are ^ 
no  licensing  procedures,   the  conditions  will  depend  on  the  operator.^ - 

'  *.  ,    *  '  ' 

Many  people  who  are  chronically  mentally  ill  are  not  able  to  prepare^ 
food  for  themselves.     Even  i^  they  have  the  skill  there  may  be  emotional 
obstacles/  tfo  obtainiTig  and  prepai?ing  food  -  immobilized  by  fears, 
apathy  and  withdrawal.    ^Group  living  situations  or.  a  ''Meaft  on  Wheels*' 
,    program  may  be  an^  answer  to  prgi3.de  food..     Adequate,  programs  must  be 
developed  and  made  availaljle  to  the  mentally  ill.  ^  • 

Assistance  in  learning  about  and  applying  for  .f inaocial  aid  often  is' 
needed/     Agencies  do  not  purposely  make  it  jiifficult  to  obtain  assistance, 
•  but  bureaucratic  procedures,   inadequate  staffing,  complicated  -regula- 
tions,  can  put  Unbearable  pressure  on  a  mentally  ill  person.     An  advo)- 
cate  is  needed  to  lead  the  way,  open  th.e  right  'doora,"  he Ip  fill  out  ^ 
forms. 

The  chronically  ill  are  those  v/ho  are  unable  to  work  in  regular  work 
settings.  Therefore  they  need  some  meaningful  activity  to  keep  them  as 
alert  and  involved  in  life  as  possible.'  Without  activities,  the  dis- 
abling conditions  will  worsen  instead  of  improving,  and  daily  living 
could  become  a^  disabling  ^ind  immobilizing  as  life  in  an  instttution. 
Those  who  are  not  able  to  participate  actively  in  vocational,  training 
are  espQpially ^ vulnerable  to  the  forces  of  deterioration. 

The  lack  of  motivation  JLs^  one  of  the  major  dilaabling  factors  for  the 
chronically  mentally  ill.     Many  have  had  yeats  o.f  dependence  on  other 
"   people  in  hrasAitals  or  J;heir  homes  -,ma4ciri^  the  decision  about  what  and 
when  to  eat '^hen  to  sleep,  when  to  .gQ^  out  -  every  moment  scheduled 
and  controlled.     They  are  immobilized.     The  person  w^o  suddenly  finds 
himself  alone  out  in  the  world  needs  both  mental  health  and  social  ser- 
vices to' supply  the  drive  and  direction  needed  to  achieve'^  independence . 
i)if  f  iculties  in  personal  relations  and  unacceptable  so^cial  behavior  *may 
exaggerate  all  r^he  af oVementioned  needs.     The  mentalTy  ill  are  also  met 
with  fear,  stigma,  and  discrimination  in  the  community,   further  compli- 
cating their  lives  and  destroying  their  own  limited  self-confidence. 


REHABILITATION  PROGRAMS  FOR  THE  MENTALLY  ILL 
The  National  Association  reported  further: 

Prog/ams  to  resocialize  former  patients  must  enhance  personal  inL(?r- 
action,  restore  responsiblity  ^nd  encourage  independence.     They  *lnvolve 
primarily  behavior  change,  not  psychiatric  therapy,  ^here  arc  several 
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^    ;  e^camples  ofVogra^is  that  .have  worked  to  move  the  chronically  Mentally 

'     ''      '  ill, from  the  hospital  to  independent  living  status  in  t;he  communXty.  ■ 

^   Some  people  have  progressed  far  enough        hold  jobs,  even  though  that ' 
was  not  the  intent  o/  the  program.     '  '  °  ' 

'     •   •«  ■  '  '  - 

.  -Frequently  as  people  move  through  the  rehabilitation  process  they  must  * 

•        \    ,       '  "^P"  ^""^  hospital,  .to  halfway  house  ot  dXtfFNnight  , 

.  ■       -      •    ihrii''i''L  '°  ^  intensive  .outpatient  service  or  fQ^Sbxi!  . 

■       .  dlBtaflM  hetx^een  a  totally  dependent  environment  and  the  comribnity 

awfully  great  for  most  people  -  it  keeps  many  o^f  the  m^iitally  lU  in 
.      the  hospieal.     In  halfway  houses  several  mentally  ill  p'eople  live,  to- 
^  gether  in  a  homelike  atmpspHere^  Patients  learn  how  to  get  alc^g  in  the 

_  community,  hbw  to  do  household  and  daily  living  tasks.     A  supervisor 

^  may  or  may  nc^ive'in  the  house.     A- mental  health  prof  essional 'may  vlsll 

to  help  work  out  problems  and  give  support  to  the  people  in  the. house. 
_  ^"f^^e  Y^^ally,  10  to  20  people  living  in  the  house.     The  facilities 

may  be  transitional  for  the  patient,  as  the  name  would  indicate,  half- 
tjray  between  hospital  and  parent.  Many  halfway  houses  are  eithe'r  pri- 
vately  funded  or  self-suppor\lng;  that  is,"  the  residents  are  empl6yed  '  . 
.-  and  able  to  cover  living  costs.  Since  halfway  house  residents  in  many 
instances  must  be  employed,  this  avenue  of  rehabilitation  is  closed  to 
most  of  the  chronically  mentally  ill.  • 

^     ,  ^^rtj-^^  hospitalization  allows  people  the  protection  of  the  hospital 

during  the  day  ^r  the  night  while  easing  bapk  into  the  community  occupiej 
tne  rest  of  the  day/    People  may  come  to   the  hospital  during  the  day  to 
participate  in  rehabilitation  nr 


-..^  v..  u.ic:  ^^y,     reupj.e  may  come  to   the  hospital  during  the  day 

participate  in  rehabilitation  programs  while  staying 'in  the  community 
at  night.     Or  someone  may  need  to  return  to  the  ^«rto„^l-o1  oi-  _j„u..  -r^ 
being  in  the  community  all  day.     Partial  hospit 
service  of  all  community  mental  health  centers. 
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Most  important,  any  rehabilitation  prbgram  must  o'ffer  a  non-threatenirfto 
environment.     In  ex-patient  grciups  the  common  denominator  of  prior 
psychiatric  hospitalization  can  produce  a  high  degree  of  solidarity. 
Expectations  are  no&  as  high,  and  tolerance  of  deviant  behavior  is  high. 

NAMH  cited  a  few . examples .  '  _ 

-  .   .  i  v  • 

„  The  Fairweather  Program  in  Minnesota  enables  a  small  group  of  mentally  ' 
-iil  people  to  live  and  work  together  in  relative  stability.     The  coopera- 
tive provides  member^  with  a  "family"  and  identification  a^  a  citizen, 
not.  a  patient.     The  "family"     does  its  own  shopping,  menu  planning,  deals 
i^ith  the  telephone  company-,  utility  cojflpanies,  banks.     Life  la  less  streo 
tiil  and    lonely  than  independent  living  and  more  normal  than  lifevin  a 
hospital  or  boarding  home. 

Two  in-hospitaljroups.feed  into  the  commurtity  group  by  organizing  the 
group,  having  regularly  scheduled  meetings  ,\lanning  for  discharge  and 
making  recommendations  for  their  owh  rehabilitation.    The  program  is  fund 
by  the  state  mental  health  authority,  the  county  mental  health  mehtal 
retardation  board,  the  state  Department  of  Vocational  Rfehabilitation 
earnings  of^ the  group  and  $25.00  monthly  for  people  on  Social  Security. 
f  or  SSI.     People  chosen  the  p^rogram  have  little  ot  no  work  experience, 
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^  h^.ve  teen  hospitalized  for  a  long  period' of  time  *or  have  beeh.irt  and  ^ 
out:;of  the  hospitaj:  over'a  long  -pejpiod' of  time,  have  no  family  afcle  or  ^ 
willing  tp  take*  them  back  into  the  home.  *   ^    '      ^     ■  - 

The  Our  (Organized  Unit  Re>3ponsibility)  Homes  in  Nebrasld&:  do  not  ope^d?te 
■    in  such  c^ose  erontact  with  the  bqspitals.     Tlieif  ^sl|^gan  is  'Greater. 

'  Iniiependencii^  Thrcrugji  Cooperative  Living.  '  .  People  .^nsually  find 'their  .  , 
,  .jvay  to  one  pf^'the  14' homes  through  community* -ag^encies  who  are  responsible 
for  them  af ^r  they*  leave,  the  "hdspital.^    in*a  OUR  home  the  chronic  patients 
^  find  support  from  .each  other  dnd  froqi  a  staff  coordinator.  Former 
patients 'may -be  hir^d  to  cook,  or  do  l^ndryi,  or  clean  ho^se  for'4:he 
rest  of  the  residents ,  while  jDthers  may  find  jobs  "in  shef^tered  workshops.^ 
Some  raay,ndtibe  able  to'work.    The  staff  helps  residents  adjust  to  the 
.    cbmmunity  and  use  the -services  available  to  thuem.    The  residents'^ have 
helped  the  community  .adjust  to  them.     Residents  may  move*  out  to^apart- 
ments,'but  if  they  find,  the  going .  too^stressful  they  may  move  back,  or 
retain  the  support  '&ystpm-by  fre^quient  visits .  - 


Th&  Mental  Healt^  Association  -ii)  Na&hville ,  Tennessee,  has  se.t^up  as  a 
demonstration  project  .a  House  of  Fri>ends hip  which  takes  referrals -from, 
the  local  community  mental  health  center,  which  \ia§  the  major  resp.on- . 
sibiiiity  for  people  as  they  return  from  the  state  hospita^.  Returning 
patients  are  of  fered- feome  me,aningful  activity  as  well  as.  help  in  read- 
justing to  community  life  in  programs  similar  to  thdse  descTfibed  above. 

Studies  of  Post-Hospital  Adjustment  of -Former  Mental  Patients  * 

Ni|MH    recounted  several  examples  of  post-hospital    adjustrifent  of  former 

mental  patients. 

An  early  VR-^onsored  project  in  Massachusetts  conducted  a  three  to 
-seven  year  follow-up  of  160  patients  released!^  from  three  Stat^  mehtal 
'hospitals  between  1951  and  1954..    The  investigators,  Grob  and  Olshansky, 
estimated  that  about  25  percent  of  released  mental  patients  with  90 
or  more  days  of  hospitalization  would  be  potential  members  of  the  labor 
force.     Of  this  group,  over  half  would  be  able  to  locate  and  sustain 
their  own  employment,  with  little  or  no  assistance.     Some  would  be  unable 
^  obtain -employment  even  with  help ^     The  remainder,  about  40  percent, 
-would  be  of  marginal  employability  and  would  need,  for  months  or  even 
years,  some  combination  of  community  services. 5 

The  study  in  Vermont  of  mental'TDatients  served  between  1955  and  1960 
noted  a  tendency  for  many  patients  to  gravitate  to  association  with  some 
ty.pe  of  institliti^n,  or  to  seek  supportive- contacts  from  staff  members 
who  treated  them.     The  report  y§.tates  that  almost  70  percent  of  chronic 


4,  Drawn  primarily  from  the  RSA  Fisal  Year  1975  R&D  Plan. 

5.  Samuel  Grob  and  Simon  Qishansky,  Survey  of  Employment  Experience^  of 
Patients  Discharged  From  Three  State  Mental  Hospitals  During  Peripd  1951^-1953 
(Boston:     Massachusetts  Association  for  Mental  Health,  1959). 
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psychiatric  patients  can  be  placed  in-  the  coitouhity  if  adequate  transi- 
tional; and  vocational  rehabilitation  services  are  provided. ^ 


1. 


.Somd  follow-up  studies  bf  mental  patiei^s  have  attempted  to  show  the  ' 
relationship  between  readmissiotl  rates  and  certain  demographic 'variables, 
These  efforts  have  met, With  mod&rate  success.    Linn  fdund  that  the  high'e 

,the  number  of  "hospitalizations,  the  greater  tlie-chances  of  being  re- 
admitted in  lesjs  than  a  ye^ar.7    Frefeman  and  Simmons'-  on  the  other  hand 
found  that  the  key  .variable  in. predicting  liength  of  time  in  the  communit 
is  length  of  hospitalizatioii.8    The  shorter  the  hospitalization,  the 

'greater  the  suc,cess  in  remaining  in  the  community.    Larei,9  Pishkin  and 
Bradshaw,iU  and  RobinsH  found  both  len&th  and  frequency  of  hospitaliza- 
txon  are  related  to  outcome..  / 

The  detrimental  effects  of  long-term  institutionalizatioti  of  the  mehtall 
ill  have  been  Me\l  documented  and  are  now  widely  recognized.  Wing's  • 
study  of  schizophrenic  patients  in  London  pointed  out  that  from  t^e  re- 
habilitation, standpoint,  a  long-stay  schizo^renic  patient  has  two  sorts 
bf  handicaps :  the  chronic  symptoms  which  identify  him  as 'a  schizophrenic 
and -which  limit  his  capacity  for  work  and  independent  living,  and  the 
secondary  handicaps  acquired  during  his  hospital  stay.  He  concluded  tha 
Chronicity  may  in  fact  fie  more  a  function  df  a  custodial-  inert  atmosphe 
than  of  the  disease..."-'-^  .  ^ 

•    *  ■ 

A  number  of  s^tudies  of  post-hospital  adjustment' have  shown  that  rfetufn' 
to  a  conjugal  setting  generally  leads  to  higher  sociM  performance  and 
prevent^  rehospitalization ,  whei:eas  return  to  parental  settings  often 
lead's  to  regression. 13    a  strong  relationship  has  also  been  shown  betweei 
employment  and  ability  to  rem^.in  in  the  community,!^  with  readmission 
rates  for  the  unemployed  being  higher  than  for  the  employed. ^5 
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14.  Linn,-  "Rehospitalization, "  .Lorei ,  "Prediction  of  Length  of  Stav,"  and 

T.  Vitale  and  M.  Steinbach,  "The  Prevention  of  Relapse  of  Cbronic  Mental  Patients, 
The  International  Journal  of  Social  Psychiatry.  10(2),  1965,  pp.  85-96. 

15.  Y.  Dudgeon,  "The  Social  Needs  of  the  Discharge  Mental  Patient""  Interna- 
tional Journal  of  Social  Psychiatry,  1Q(1),  1964,  pp.  45-55.   
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Social  adjustment  of  former  mental  patient^  has  also  been  extensively 
studied,  and  loneliness  and  social' isolation  have  bepn  seen  as  major 
reasons  for  high  readmission  rates. 16    Chronic  patients^  who  are  constantly 
released  and  ^readmitted  seem  to  be  "characterized  by  marginal  community 
ties,  severe  interpersonal  difficulties,,  and  lack  of  material  and  emo- 
tional support  in  the  community.     This  has  a  direct  bearing  on  ab'ility 
to  remain  employed.  "  • 

/   Approaches^ to  Maintaining  Community  Adjustment  ^ 

,  The  growing  Precognition  of  the  importance  of  community  services  for 

?Eormer  merixal  patients  has  led  to  development  of  a  wide  variety  ot 
^  programs  invblving  one  or  several  community  agencies . ^ Precise  informa-* 

tion  on  .the  effectiveness  of  specif ic  ^types  or  combinations  of^  services  ^ 
for  ^specific  types  olE  clients  is  surprisingly  lacking.     Many  of  -^the 
available  reports  are  limited  by  an  inadequate,  number  of  subjects,  lack  s 
o£  comparison  or.  control  groups,  lack  of  foll.ow-up  or  too  limited  dura- 
tion of  follow-up'.  1^  ,  r. 


view  of  the  consid^^r^le  evidence  of  sociaT  isolation!  as  a  major  factor 
^         contributing  to  recurring  hospitalization  of  former  mental  patients, 

many  have  advocated  the  ex-patiient  club  as  a' way  of  maintaining  actjust- 
ment.     A  nationwide  network  of  social  clubs  is  Rercovery,  Inc.,  whj,ich  in 
.  1970  listed  78A  groups  in  A3  states  and  four  .^farTadian  provinces  with  . 

-  7,100  paid  members.     Outside  the  Recovery  network,  it  has  been  estimated 
that  ^  1070  there  were  in  the  United  States  more  thaa  150  ex-patient 
^  •  clubs',  started  under  >>arious  auspices.     The  Association  of  Therapeutic 

Self  Help  Clubs  is  a  loose  national  organization  of  local  groups  of  former 
<  mental  patients. 

^       Interest  in  self-help  organizations  has  been. rather  conspicuously  lacking 
in  the  literature,  and  only  a  handful  of  stufiies  have  analyzed  self-help 
groups  in  any  depth.     Katz  in  a  review  of  self-help  in  rehabilitation 
pointed  up  a  number  of  advantages  of  such  groups  for  pppulatioas  of  de-. 
'    viane,  deprived,  handicapped,  or  disadvantaged'^'people.     Such  groups  can 
assist  irr  overcoming*  isolation,  providing  a  possibility  for  particlpa- 
tion  with  others  in  constructive  activity,  facilitating  open  -communica- 
'tion,  securing  personal  and  group  satisfaction  through  engaging  in 
mutually  beneficial  activities,  and  developing  grass-roots '^approaches 
to  problem  solving.  18    Huryitz  points  out  that  there  is  considerable 
evidence  that  peer  self-help  approaches  are  in  fact  substantially  more 
effective  than  professionally  organized  and  administered  services  for 
certain  types^  of  people. 19 

 ^  ^1   (S^^^^  \ ' 

16.  M.  Raskin  and  W.  Dyson,  "Treatment  Problems  Leading  to  Readmission \of 

Schizophrenic  Patients,"  Archives  of  General  Psychiatry,  19,  1968,  pp.   356-6^;  and 
D.  Miller  and  M-.  Schwartz,  "Chronic  fieave  Patients :  ^ Passengers  on  the  Hospital- 
Corfmunity  Shuttlebus,"  Mental  Hygiene,  A9,  1965,  pp.  385-90. 

17.  Raymond  Glasscote    et  *al..  Rehabilitating  the  Mentally  111  in  the  Community; 
.  A  Study  of  Psychosocial  Rehabilitation  Centers  (Washington:     Joint  Information 

Service,  American  Psychiatric  Association,  1971). 

18.  Alfred  H.  Katz,  "Self^Help    in  Rehabilitation:     Some  The^etical  Aspects," 
Rehabilitation  Literature,  28(10,  1967.  ^ 

19.  'Joseph  Weinberg,  A  Study  of  the  Contribution  of  Workshop  Experiences  to 
the  Vocational  Rehabilitation  of  Post  Hospitaljlzed  Schizophrenic  Patients  (NewarkL 
N.J.:     Jewish  Vocational  Service,  1963). 
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Psyctefcatarlc  Rehabilitation  ^Facilities  ^ 

A  survey  of  rehakllltation  facilities  operated  by  State  VR  agencies^was 
^     made  by  the^Interagency  Project  of  the  National  Rehabilitation  Association  in 
1968.    At  that  time  the  g^eneral  VR  agencies  in  26, States  and  in  the  District  of 
Columbia,  Guam,  and  the  Virgin  Jslands  (29  agencies  in  alii  reported  that  they 

were  operating  212  rehabilitation  facilities.    Agencies  in  19  States  reported 

^  - 

•  that  they  operated  52  rehabilitation  facilities  either  exclusively  or  pre- 
dominantly for  the  mentally  ill. 

Data  on  caseload,  staff Ing  , and  costs  were  provided  fpr  48  of  the  52  facili- 
ties for  the  mentally  ill.     Those  48  facilities  aferved  17,814  residefnta  and' 
9^661  nonresidents  in  fiscal  1968.    They  were  staffed  by  1,232  man  years  and 

^  the  cost 'of  their  operation  was  over  $11,000,000.    The  foUtJwiug  tabulation  sum- 
marizes tCe^catipnal  rehabilitation  services  provided  in' the  52  faaiities: 


Table  16-3 
VR  Services  at  Psychiatric  Facilities 


Set'vlces-  ,  .      Nimiber  of  Facilities 

Evaluation  50 

Adjustment!  ^0 

Physical  Restoration^  42 

•Tralnlng3      ^        -  42 

^                       '       Maintenance^  44 

Counseling  52 

Social                             «  46 

Extended  Employment  12 

'          Other  (Placement)             «    ,      *  9 


4 


1.  Includes  work  adjustment  training,  .personal  adjustment  training,  and 
otfier  forms  of  adjustment  services.  ^ 

2.  Includes  a  wide  variety  of  medical  or  psychiatric  treatment  such  as 
physician  services,  the  various  therapies,  qjid  nursing  care. 

3.  Includes^  prevocational  training,  remedial  education,  skill,  vocational 
and  all  other  kinds  of  training  excqpt  adjustment ^training. 

4.  Includes  "bed  and  board"  and  similar  expenses*  ^ 
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Of  the  52  fadilitfes seven  (^hree  of  which  were  halfway  housea)  were 
reported  tp  be  operated  unilaterally  by  the  State  vocational  rehabilitation  : 

agency.     The''  ot^er  45  Vere  repoftedl  by  the  S tate-^ocationai  rehabilitation 

■J* 

agency  to-'be  operated  in  cooperation  with  another  public  agency  such  as  a  State 
hospital  or  community  mental  health  center. 

The  programs  a^t  these  rehabilitation  facility  uhits  for  the  mentally  ill 
vary  as  do  the  organizationa^L,  administrative,  and  financial  arrangements.  It 
is  safe  to  say  that  the  vast  majority  of  their  .clientele  would  be  considered 
severely  disabled. 

Cooperative  programs  for  the  rehab  limitation  of  the  metitally  ill  ^have  also 
been  undertaken  to  a  limited  extent^by  State  VR  agencies  and  local  public  schools. 
In  at  least  one  State,  county  welfare  departments  and  the  State  VR  agency  Sre 
'working  together  in  processing  clients  to  and  from  the  State  mental  hospitals  and 
utilizing  cSoiranunj^ty  ''resources  sftch  as, local  sheltered  workshops  as  a  part  of 
the  common *ef fort .  a  ^  r 

Many  Oth^er  examples' of  cooperative  program      efforts  in  the  vocational 
rehabilitation  of  th-6  mentally  J.11  could  be  cited.     It  is  not  known  how  many  of 
the  clientele  in  these  programs  would  be  classified  as  severely  disabj.ed.  The 
programs  are  not^d,  however,  since  many  models  could  be  adapted  to  serve  the 
mentally  ill  who  are  severely  disabled. 

(         20.     In  addition,  22  of  the  52  facilities  have  cooperative  arrangements  with 
agfeftdes  or  groups  other  than  the  host  agency  or  its  parent  department. 

21.     Cooperative  relations  between  discrete  agencies  include  mapy' different 
forms  of  relationshii5s.r- ^ey  may;be  simply  referral  arrangemetits  whereby  .people 
seeking  or  needing  help  are  referred  to  a  more  suitable  agency  fbr  some  or  all  of 
the  services  needed.     They  may  involve  arrangements  for  the  purchase  of  the'  ser- 
vices of  one  agency  by  another. 

Cooperative  programs  of  services  between  discrete  agencies  involve  more 
.complicated  relationships  since  they  are  characterized  by  joint  agency  re'sponsi- 
bility  'in  the  staffing  of  the  program  or  in  the  pirovision  of  services  to  clients. 
Changes  in  organizational  and  administrative  structures  and  delegation  of  authority 
are   often    involved.     Arrangements  vary  from  out-stationing  of  agency  personnel  and 
Services  from  one  agency'^n  the  premises  of  another  to  an  actual  pooling  of  staffing 
services  or  funding.  / 
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The  rehabilitation  research  program  has  done  much  to  encourage  use^of  work- 


shops in  psychiatric  reHabilitatipn.  •  Mote  -than  a^dozen  major  projects  were 
•supported,  several  by  Jewish  Vocation  Service  (JVS)  or  Goodwill  Indus  tries" in 
various  cities.     The  initial  series  of  ^ro^ects  led  to  a  series  of  13  selected 
demonstrations  on  work  adjustment  centers  for ^disabled  4)eople  with  emotional 
problems. 

Most  of  these  p^rojects  had  no^ control  or  comparison  groups.     Two  of  the 
projects  with  experimental  and  control  groups  succeeded  in  demonstrating  the 
advantages  of  a  work  adjustment  training  program  over  counseling  alone  or  over 
more  limited  posthospital  services.     JVS  in  New  Jersey  was  able  to  employ  60 
percent  of  a  workshop  group  and  50  percent  of  a  group  yhich  rec-eived  vocational 
counseling  only,  but  only  9  percent  of  a  group  with  no  apecial  services. 
Similarly,  a  study  at  the  Institute  for  the  Crippled  and  Disabled  in  New  York 
su\:ceeded  in  placing  75  percent  of  an  experimental  group  which  received  coipr^ 
prehensive  vocational  services,  but^nly  50  percent  of  a  control  group  which 
received  only  services  from  the  VR  agency. ,  \ 

^Only  about  17  percent  of  the  groups  vere  able  to  maintain  employment  during 
the  followup  peri^,  and  there  was  no  differential  influence  on  rehospitatizd- 
tion  rates  for  either  the  experimental       ^control  groups.     The  projects,  even 
those  working  exclusively  with  chronic  patients,  succeeded  in  placing  50  percent 
or  more  of  those  trained,  and  some  placed  substantially  larger  percentages. 

.The  Herman  School  project  for  severely  disturbed  adolescents  succeeded  in 

helping  75  percent  of  clients,  and  50  petcent  were  successful  in  maintaining 

2A        •  1 
johTs  6  months  or  longer.  ^     JVS  in  Cincinnati  place^  83  percent  of  those  trained 

but  at  a  1-year  followup  only  about  half  of  th6se  placed  were  still  working. 

.  22.     Weinberg,  A  Study  of  the  Contribution  of  Workshop  Experiences. 
23.     Dudgeon,  ''The  Sotial  Needs  of  the  Discharged  Mental  Patient."       ^  ' 
2A.     G.  K.  Berman  and  J.   E.  Slutzsky,  A  Structured  Therapeutic  Work-Study 

Program  for  Emotionally  Disturbed  Adolescents  (Freeport,  N.Y.:  1063). 

25.     L.  Oseas,  A  Workshop  Rehabilitation  Progr^  for  Pepsons  with  Emotional 

and  Mental  Disabilities  (Cincinnati,  Ohio:    Jewish  Vodation  Service, ' 1963) . 
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Goodwill  Industries  in  Fort  Worth,  working  with  chronic  patients,  placed  70 
percent  of  the  women  and  63  percent  of  the  men.     However,  at  a  4-year  followup, 
20  , percent  of  the  women  and  36  percent  of  the  men  had  returned  to  the  hospital.  - 

Through  thes^  projects  a  number  of  fcccfellent  models  of  vocational  adjust- 
ment p.rograms  for  chronic  mental  patients  have  been  d^veloped^     Available  follow- 
up  data,  however,  seem  to  indicate  that  for  some  patients,  feime-limited  vbca-^ 
tlonal  services  alone  are  not  enough  to  enable^them  tp  maintain  an  adequate 

vocational  and  community  adjustment.     Many  need  continuing  or  periodic  assistance 

V    "  ' 
to  overcome  problems  with  y.ving  arrangements  or  family  and  social  relationships.  , 

^  '  '       %^  • 

Somee^ay  need  long-term  sheltered  or  semish^ltered^^employraent  and/or  living 

arrangement^.     The  VR  program' should  con^fcinue  to^  e'xplore  more  effective  ways  to 

serve  these  sjeverely  handicapped  individuals. 

Community-Based  Residential  Services 

 —9   ,    .  •  .  ' 

A  recent  study  of  .community  services  for  the  mentally  ill  estimated  that 

/ 

there  are  approximately  200  halfway  houses  serving  the  mentally  ill-  in  Jthe  United 

States.     An  optimistic  pro^ject'^ion  of  the  total  number  being  served  woj^d  be 

only  about  3,0^0  people  at  any  one  tinie,  as  contrasted  with  between  500,000  and 

600,000  residents  in  various  psychiatric  inpatient  facilities.     The  author  of 

♦ 

the  study  estimates  that  there  would  be  as  many  as  100,000  such  persons  who 
might  well  be  able  to  live  in  the  community,  provided  theiTe  werfe  openings  for 

:        '  .  I 

them  in  halfway  houses.     This   would   indicat^e  the  need  for  ^several  thousand  half- 

27 

way    houses,  rather  than  the  present  200.  t 

V      Tlje  VR' program  has  supported  more  than  20  research  and/or  demonstration 
projects  on  various  types  of  transitional  residential  facilities,  most  of  them  ' 


•26'.  '  Asher  Soloff,  A  Work  Therapy  Research  Center  (Chicago:  Jewish  Vocational 
Service,  1967).  « 

27.     Raymond  Glass coe,  et  al..  Halfway  Houses  for  the  Mentally  111:     A  Study 
of  Programs  and  Problems  (Washington,  D.C. :     Joint  Information  Service,  American 
Psychiatric  Association^  1971).  * 
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.  halfway  houses.     Models  have  been  developed  and  successfully- implemented  Jor 
operatlxjn,  Of  halfway  houses  ^nd  other  residential  facilities  by  State  VR  and/or" 
other  State  agencies,  or  in  some 'cases  as  an  interagency  effort.     This  has  been 
done  in  Vemiont,  Kentucky.  New  Jersey,  and  Georg4.a,  where  a  statewide  halfway' 
.  house  program  exists,.     Successful  programs  have  also  been  developed  in  ^ffilia-' 
tion  with  Community  ^^ental  Health  Centers  or  hdspit^s. 

A2^ilable  reports  provide  information  on  the  process  of  establishing  a 
residential  facility,  m'ethod/  for  securing  community  participation,  types  of 
services  which  may  be  provided. ^methods  for  selecting  cfients  most  likely  to 
benefit,  ynd  the  rehabilitative  processes  ^hich  operate  in  such  facilities. 
Some   of    the  projects  alsb  provide  outcome  data  onv the  rehabilttation  success  of 
clients  served.     The  reports  are  almost  unanimous  in  concluding  that  the  halfway 
house  services  met  important  needs  of  the  clients  served. 

Unfortunately,   documentation  of  effectiveness  from  a  research  point  of  view 
is  Hmi^ed  by  the  fact  that  most  of  the  projects  did.  rTot^  have  control  groups. 
^Glasscot^e's  re^ew  of  , the  literature  on  halfway  houses  ^tates  that  the  lowest 
reported  rehospitalization  rate  was  9  percent  and  the  highest-  45'  percent .  It 
Is  difficult  to  make  comparisons,  because  the  houses  were  working  with  clients  . 
with  varying  degrees  of  disability  and  the  basis  (for  computation  of.  rehospitali- 
zation  statistics  was  not  uniform.  '  I 


Comprehensive  Psychiatric  Rehabilitation  Programs 

There  are.  ^t  present,  only  about  a  dozen  comprehensive  psychiatric  re- 
habilitation programs  ±xv  the  entire  country,  if  "comprehensive"  is  defined  as 
including  a  combination  of  residential,  social,  and  vocational  services.  Six 

such  programs  are  described  in  detail  in  a  recent  report  of  the  Joint  Information 

•i  ' 

Service  of  the  American"  Psychiatric  Association.  ^^ITiey  are  Fountain  Hous^  in  New 
York;  Council  House  in  Pittsburgh;  Horizon  House  in  Philadelphia;  Thresholds 
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in  Chicago;  Portals  House  in  Los  Angeles;  and  Hill  House  in  Cleveland.  These 
programs  provide  exceMent  models  of  comprehensive  service^  for  severely  handi- 
capped  former  men talypatTer^ts .  /  ' 

The  VR  program  has  supported  rather  extensive^  research  on  the  ef  f eb^tiveness 
of  se<rvices  at  Fountain  House,  Thresholds,  and  Horizon  House,  with 'rather 
promising-  results.     A  Horizori  House  project,  working  with  mostly  chronic  patiepts 
conducted  a' major  evaluative  study  of  the  effects  of  combining  personal /:oun- 
seling,  resocialization,  recreation,  vocational  training  and    placement,  and  o 
halfway  house  and  psychiatirJLc  consultation  services. 

At  an  18  month  followup,   76  percent" of  clients  were  living  in  the  community 

J'  .  - 

and  34  percent  were  employed  or  in  job  training.     However,  31  percent  of  client;s 
had  been  rehospitalized  for  varying  jieriods.     No  differences  between  control  •  ♦ 
and  project  samples  were  noted  with  regard  to  reho^it^lizat ion  rates.  Investi- 
gators conclude  that,  althoughca  complete  ^cure"  may  not 'be  realistic  for  some 
of  the  types  of^ clients  served,  an  ongoing  comprehensive  rehabilitation  progtan 
^ittay  minimize  and  reduce  the  iaterruptions  of  chronic  and  acute  psychiatric 
■Conditions  •  ' 

Two  major  research  projects  at  Fountain  House, &New  York,  have  accumulated 
.evidence  that  the  program  there  is  effective  ufhen  wellrattended,  especially 
when  begun  in  the  early  part  of  the  posthospital  adjustment  period.  -Vocationai^ 
services  include  an  innovative  transitional  employment  program,  through  which 
a  large  number  of  jobs  are  made  available  to  the  agency  by  local  employers. 
Foiintain  House  assures  employers  that  jobs  will  be  covered  if  clients  are  unable  . 
to  work,  and  staff  fill  in  for  clients,  if  necessary. 

Clients   are    assigned  Co  jobs  on  a  rotating  basis  for  part-time  work  of 
about  3  months    duration.     This  gives  them  a  variety  of  work  experiences  and  a 


28.  Class cote ,- Rehabilitating  the  Mentally  111  in  the  Community. 

29.  M.  A.  Roecker  and  P.  W.  Dillon,   Foster  Family  Homes  for  Adults  (Olympia 
Washington:     1^71),        .  * 


389  > 

chance  to  g^l/ti  confidence  before '  finding  a   penmanent  job.     The  residential 

/  *  * 

program  of  ^partments  in  various  parts  of  New  York  which  are  rented  to  two  or 

more  clients  for  varying  periods  of  ;tim^.     The.agency  also  offers  extensive 

social  a;i(d  other  prevocational  activities  to  members.  * 

A  fMlowup  of  experimental         contrcl  patients  at  24  months  showed  a 

signifi/cant  difference  between  tfie- two  groups  in  rehospitalization  Fates.  The 

r^seaych  also  showed  that  ^'reaching  out"  efforts  succeeded  in  increasing  attendar 

at'  fountain  House  and  reducing  the  number  of  ^ehcrtspitalizations 

Little  systematic  evidence  is  available  indicating  the  effectiveness  of  any 

^M)ination  of  rehabilitation  services  in  reducing  rehospitalization  rates  of 


s  are 


Very  chronic  patients.-  The  finding  that  halfway  houses  or  social  club 
useful  suggests  (hat  those,  along  with  more  comprehens^e  vocationally-otiented 
services     such  as  transitional  employment  should  be  part  of  a  comprehensive 

m  a  *  "  * 

program.     The  ^eed  for  "reaching  out"  to  ihsure    that   clients  most  in  need  of 
help  utilize  available  services  also,  merits  the  attention  of  State  agencies. 

Another  comprehensive  approach  to  rehabilitating  the  chronic  patient  is 
the  Lodge  system,  developed  by  Fairweather  and  others  at  the  Palo  Alto  VA 
Hospital  in  California.     Patients  in  the  hospital  were  organized  into  .small 
cohesive  groups,   trained  in  decisionmaking  and  mutual  support  roles,  and  trans- 
ferred to  a  former  motel  in  the  community.     There  they  established,  ov/ned^and 
operated  a  janitorial,  maintenance,  and  gardening  services  business.     No  live-in 
staff  were  provided,  and  professionals  served  only  as  technical  consultants. 
Over  a  3-year  period,  the  75  men  originally  participating  earned  some  $52,000  \ 
tfeough  their  work. 

The  Lodge  succeeded  in  becoming  self-sufficient  and  still  exists,'  with  some' 
of  its  members  having  been  on  their  ftwr^^or  more  t\i|in  5  years.     The  success  of 


\ 


30.     James  Schmidt,  An  Evaluation  of  Rehabilitation  Services,  and  the  Role 
of  Industry  in  the    Community   Adjustment  of  Psychiatric  Patients  Following 
Hospitalization  (New  York:     Fountain  House,  1969). 
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this  program  has  spawned  a  number  of  rep^lications  elsewhe're  in  the  cQuntry,  ' 

\  '  1.  ;• 

with  about  2A  ^uch  programs  extant  as  of  mld-197A.  .  * 

l^rhile  research  in  the  rehabilitation  of  the  mentally  ill  hag^covered  a  i: 
Wide  range  of  toAics,  from  modalities  of  treatment^  to  the  use  of  halfway  houses  ^* 

\  '  '  -     ^  S> 

and  workshop  programs,  it  does  not  cover  evaluation  of  the  diverse  programs  for  : 
rehabilitation  of  the  mentally  ill  conducted  by  State  VR  agencies. "^^     Con-  | 


sequently  the  literature  does  not  reflect 'the  bulk  of  program  activities  on  the  ; 
mentally  ill,^nor  thV 
of  service. 


varJ^ety  and-  complexity  of  the  organization  and  delivery 


.TH^  CHANGIN|^IELD  OF  MENTAL  HEALTH  .  ^ 

The  introduction  lof  drug  therapy  in    the    treatment  of  the  merttally  ill  took 

32  *  " 

p-lace.  In .  the  mid-1950/s.       It  was  accompanied  by  a  growing  realization  that 

'  /      , '  -  ' 

treatment   of    the  mentafly  ill^was  both  possible  and  desirable,     ^he  'neBd  for 

resources  in  the  comnjunlt'^  begad  to  be  reco^gnlzeQ.       •  • 
A  significant  ej^ent  was  ..Che  f)assage  in  1963  ;of  Federal  legislation  authorizing 

Th^  objec- 
tive of  the  legislaiion  was  to  create  a  community-based  alternative  to  county 
and  State  mental  htppitals  for  ^he  treatment  of  mental  illness.     Cor;gress  Stated* 


its  belief  '*tha^  tlje  development  of  new  methods  of  treatment,  Ihe  impressive 
evidence  of  the  possibilities  for  rehabilitating  the    mentally    ill,  and  a  les- 
sening  of  our  disposition  to  reject  and  isolate  sufferers,  all  argue  strongly 
for  the  treatment  of  mental  iXlness  in  the  communi ty . ""^^ 


31.  Except  foiJ  isolated  projects  involving  particular  State  agency  efforts 
or  certain  aspects  df  them. 

32.  Tranquilizers  v;ere  first  used  extensively  in  State  and  county  mental 
ho^spitale  between  ISjsS  and  1956. 

33.  Title  II  (if  P.L.   8H-16A,  the  Mental  Retardation  Facilities  and  Community 
Health  Centers  Construction  Act  of  1963.  *  ^ 

34.  Senate  Rej)ort  93-  1  1  37  accompanying  S.   3280,  Health  Services  Act  of 
197A.  /  <  ^ 

1 
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Since  this  period,  there  has  beea  a  major  shift  in  formal  care  from  mental 
hc^pitals  to  outpatient  clinics.     The  foll#wlng  table  shows  the' proportion  of 
the  total  episodes  each  type  of  facility  cared  for  in  1955,  compared  with  the 
proportl&n  in  1971.  * 

\         '   .       .         ■  ■ 

Table  16-4 


All  Facilities 

Mental  Hospitals  *  J 
Psychiatric  Services  of  General 

Hospitals 
Outpatient  Psychiatric  Clinics 
Resi^dential  Treatment  Centers  for 

Emotionally  Disturbed  Children 
Community  Mental  Health  Centers 


'  Percent 

,  Percent 

1955 

1971 

% 

.  100.0. 

100.0 

•  '61.5 

25.0 

15.9 

13.3 

22.6 

41.5 

(1) 

•  0.7 

(2) 

19.5 

(1)  DAta  not  reported  in  1955^ Percentage  probably  less  than  1  percent. 

(2)  Community  Mental  Health  Centers  were  not  in  existence^  in  1955. 

Source:     "Issues  in  the  Development  o§  Statistical  and  Bpidemiolqgical  Data  for 
Mental  Health  Services  Research'.' 

'    The  emerging  delivery  system  places  responsibility  on  community  mental  healt 
centers  to  provide  mental  health  services  to  all  mentally  ill  people,  including 
chronic  cases  within  a  geographically  defined  catchment  are'a.     Further,  making 
the  coraafymity  mental  center  system  the  focal  point  for  all  services,  and  accountabi 
for  their  delivery  calls  for  a  working  relationship  wfth  the  rehabilitation 
services.    In  State  hospitals  VR  agency  seaff  have  for  many  years  been  an  integral 
part  of  the  patient  care  team.     Their  role  in  determining  if  a  patient  is  suit-  " 
able  for  vocational  rehab ili\at ion  has  long  been  recognized.     There  seems  to  be 
a  basis  for  the  same  kind  of  relationship  between. the  VR  agency  and  the  community 
mental  health  center. 

The  VR  agency  now  provides  support  and  services  for  a  pat;^pnt  wlrile  tlie 
luation  to  determine  suitabilLty  for  vocational  rehabilitation  is  taking  plac^. 


eva 
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•The  evaluation  may  require,  several  weeks    or  may  Idst  up  to  18  months  under  an 

m 

-yj;ik^ended  evaluation."   ''Xhe  VR  agency  and  the  comrauni|y  menta^  health  center  can 
work  together  to  determine  the  patient's  psychological  and  social  needs,  often 
making  r^|jy:ral8  to  othet- agencies  which  can^proyide  necessary  social  services.. 

Since  4^tients  frequently  need  services  from  several  different  socia-1 
agencies,  a  focal  point  or  coordinator  is  needed  in  order  to  help  find  the  needed 
^rvljces  with  the  mlnltnum  amount  of  parent  stress.     The  community  mental  health 
center  has  the  obligation^to  provide  such  services. 

Jhe  new  Community  Mental  Health  Center^ Act  would  require  centers  to  provide 
aftercare  se^r^lces^.    This  new  service  will  provide  more  opportunities  for 
VR  agencies  anti  CMHCs  to  work  together  to  provide  adequate  services  to  the 
chronica  &y  ill. 

Rehabilitation  should  be  a  part  of  the  aftercare  services  delivered  through 
'  fha  community  mental  ^ealth  system,  rather  than  a  separate  system.    As  the  focal 

point  of  the  system,  the  community  mental  health  center  should  also  be  the 
•planning  agent  for  the  cttronically  mentally  ill  patient,  as  well  as  the  conduit  / 

for  aftercare  and  rehabilitation  fundfe  for  the  necessary  services. 
^  Although  rehabilitation  or  vocational  rehabilitation  services  are  not 

required    in   CMHCs  u^der  either  existing  or  proposied  legislation,  such  services 
-are  not  precluded  and,   in  fact,  exist  in  many  centers.     A  study  was  published  in 

1974  by  th^  Mental  Health  Administrator Department  of  Health,   Education and 

Welfare,  of  centers,   in  which  2A2  responded.     These  centers  were  queried 

about  their  activities  and  relationships'  with  local" Vocational  Rehabili tatiqn  and 

* 

■Veterans  Administration  facilities.     None  of  the  categories  in  the  national 
summary  differentiate  between  Veterans  Administration  arid  Vocational  Rehabilita- 
tlon,  but  regional  summaries  show  that  almost  all  centers  had  some  sort  of  contact 
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relationships  are  quoted  below. 


m  the 
no 


Most  of  the  replies  to  the  original  letter  of  inquiry  came  fror 
Eastern  half  of  the  United  States.     The  replies  show  that  there  is  «w 
single^^atteni  of  relationship"  between  centers  and  vocational  rehahtlita- 
tion  activites  and  services,  although  they  do  tend  to  fall  intd  a  i^rend. 
The  major  trends  are  as  follows: 

1.     No  formal  relationship  exists  between  the  cente-r  and  the  Vc5)ca- 
^  tional  Elehabilitation  agency  although  they  refer  to  each  o^her 

on  an  informal  basiso.     The  center  gupplies  *evaluativ-e  and  1 
^  psychological  services  to  the  Vocational  Rehabilitation  agejncy 

and  the  Vocational  Rehabilitation  agency  accepts  clients  frf^m 
the  center*. 


2. 


A. 


5. 


\ 

"Formal  and  often  signed  agreements  exist  between  the  agkncies 
which  provide  for  the  services  to  be  rendered  to  each.  These 
fall  into  varying  patterns  as  enumerated  below. 

Each  agency  design\ates  a  liaison  person  or  committee  so  there 
is  fixed  responsibility  for  channels  of  referral* 

A  representative  from  the  local  Vocational  Rehabilitation  agency 
visits  the  centers  on  a  regularly  scheduled  basis  to  see  clients, 

A  representative  of  the  Vocational  Rehabilitation  agency  attends 
staff  meetings  regularly  and  instant  referrals  can  be  made. 

The  State  Vocational  Rehabilitation  agency  places  vocational 
counselors,  secretaries,  dnd  other  staff  at  t;he  mental  health 
centers.     The  mental  health  center  in  these  cases  provides  space. 
At  one  center  in  Kentucky,  the  center  is  ,  paying  for  the  tele-  ^1 
phone  of  Vocational  Rehabilitation  staff.     Vocational  Rehabilita- 
tion staff  in  centers  appears  tt)  be  Statewide  in  Kentucky  and 
this  has  been  v/orked  out  through  a  central  6f£jLce  agreement 
between  the  two  agencies.  Florida  and  Puerto  Rico  also  seem  to 
follow  this  pattern. 

A  small  group  of  centers  have  sheltered  wo  r  Its  hop -on  ,  their  grounds, 
often  including  mentally  retarded  clients.    These  are  found  at 
Rockland  in  New  York  State,  Rutgers  in  New  Jersey,  and  San  Fernando 
in  California.  ^ 


The  mental  health  center  has  an  affiliation  with  a  sheltered  work- 
shop such  as  Fountain  House  in  New  York,  Horizon  House  in  Phiiadelph 
and  Friendship  House,  yhich  is  affiliated  |ith  the  Dumont  and 
Hackensack  (New  Jersey)  Mental  Health  Cenclrs. 


Some  Vocational  Rehabilitation  prog 
especially  directed  to  alcohol  or 


ave  special  emphasis  or  are 
nvolved  ciients- 
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10,    In  a  few  cases  a  Vocation!!  Rehabilltati      agency  Is  represented 
on  the  Board  of  the  Center  or  has  an  Input  Into  the  policy-making 
^    structure  of  the  centet. 

Several  VR  State  agencies  presently  have  very  good  working  agreements  with 

State  mental    hospitals  and  community  mental  health  centers.    Resolution  of  the 
*'  * 

division,  of  labor  has  been  difficult  at  times;  but  because  the  vocational  focus 
has  been  evolved,  the  procedures  are  being  worked  out. 


% 
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CHAPTER  17  ' 
.  o  ^  THE  MENTALLY  RETARDED 

The  clj^'ass   of  disability  called  mental  retardation  causes 
fewer  ,def init ional  problems   than  is    the   case  with  the  mentally 
ill*     Where   the   intellectual   funcjtion   i^  very  low  and  the 
behaviors   quite  maladaptive,    there   is   good  consensus   that  these 
persons   are  among   the  most  severely  handicapped.     "For  the 
Comprehensive  Needs   Study,   our   concern   is   fhe  relat  ion-ship-  of  ' 
Vocational  Rehabilitation  and   a  proposed   Independent  Living 
Rehabilitation    (I.L*R.)   program  to   the   existing  service  delivery 
patterns   and  system  for   this   group.     At   the  level  of   the  most 
profoundiV^  retarded  multiply  handicapped,    there  seems. to  be 

# 

relatively  little  of   a  vocational  objective  into  which   to  Invest 
funds'.      Voluntary  agencies  and   State  programs    in   the   past  few 
years  t\ave  received   infusions   of  Federal   funds,  through  Medicaid 
and  Social  Services.      The   Developmental   Disabilities  Act  serves 
as   a  coordinative  mechanism.     All   of  this  suggests   that  Independent 
living  may  be   left   to   the   experts   in   the   field   of r services   to  the 
mentally  retarded. 

VOCATIONAL   POTENTIAL  OF  THE   RETARDED  : 
There  are,   however,    some   suggestions   that   the  retarded  as  a 
group  are  more   vocationally   capable   than   is  reflected   in  Current 
VR  programs,   where  almost   one-eighth ^of  the  rehabilitations  have 
a  retardation   diagnosis.     Approximately  400,000  retarded  citizens, 
it    is   estimated,    could  be   in  soilie  productive  activity  if   th.e  jobs 
or  workshops  were  available.      There   is   even  some  Suggestion  that 
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t,he  VR  program.    If   It  were  to  abandon  a  concern  for  benef  1 1 /co s t- 
ratios, could  go   a  longer  way  In  helping  severely  handicapped  retarded 
than  some  of   the  more  traditional  retardation  experts.     In  a  program 
of   the  Texas   Blind  Rehabilitation  Agency,    a  numier  of  young,  blind, 
profoundly   retarded  individuals  are  enrolled   in  a   long-term  project 
on   the   grounds  of   a  S t a t e^  ins t i tu t ion  for   the  retarded.      These  young 
people   are   provided  'services   directed   toward   their  '  adaption   to  self- 
care  within   the  institution,   with    the  eventual  objective  of  discharge 
to   the   confmunity  and  ultimately  to   Employment.     After  2  years  a 
few  have  actually  been  pat   into   the  regular  VR  program  and  actually 
placed.      For   the  remainder,    it   is   a  long  process  of   finding   the  means 
to   qhannel   behaviors   in   the   desirable  directions.     While   progress  is 
Slow,    It   is    there.     While  the   costs   are  high,    the   costs   of  doing 
libtle-  but   retaining  the   individual   in  an   institution  are   even  higher. 

In  an'analysis  of   t^te  potential   costs  of   shifting  from  a  custodial 
to . a^developmental   strategy   for  serving   the   inmates   of  institutions 
for   the  retarded   in  Florida,    it  appears   that   the  resource  investment 
costs  are  approximately  equal,   while   the  potential   result^   are  in- 
dividuaJLs   out  of   institutions   and   in.to   the  community. 

It  was   not  until   the  late  1950's   that   the  disability  of  retarda- 
tion  received  any   significant   attention  by  Sjtate  agencies  administer- 
ing VR.      F^om  1956   to   the  present,    rehabilitations   of  the ^retarded 
grew^to   be   a  significant  part   of   total  rehabilitations   claimed.  From 
1   in  100,    the  ^number  has   climbed   to  where   "retardation"   is   the  primary 
disability   in  almost  1   in  8  of  all   rehabilitations.      However,  the 
severely  handicapped  retarded    (SHR)   are  still   a  small  minority  of  the 
retarded  treated. 


1.      See   discussion   in  Section  II. 
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Use   of   IQ   for  EliRibillty 

Semantic^   is  perhaps  one   of   the   great  hurdles  .that  various  groups 
intereg^ted   in   the  revised  VR  program  must  overcome   if  real  problems  are 
to  be   addressed.      To   begin  with,    there   is  no   clear  definition  among 

program  people  of  who    the  severely  handicapped  r et arded.^(SHR)    are.  To 

I 

some   it  means   a   specific   IQ  group,    i.e.,    the  severely  ret.arded;^  to 
others   the  severely  handicapped   retarded  is   a  group  defined  by  its 
ability   to   function  with   l:^ttle  reference   to  IQ. 

Retardation,    in   its  pop\ilar   conception,    refers   to   an  •  ind i vid ual 
with   low  intellectual   ability  manifes  ted  by   short   att*ention   si^an , 
by  difficulty   in   learning   tasks,    and   often   by   emotional  problems. 
Operationally,    this   popular   conception  of   retardation  has   been  mulled 
over,    with   changes   in    technically   accepted   definitions   occurring  about  - 
once   ^very   10  years. 

One  of   the   desires   among   advocates   for    those  who  have   low  intel- 
lectual  functioning  is    to   avoid   labeling,  .sin   classifying  retardation, 
i 

therefore,    the  American  Association  on   Mental   Deficiencies  (AAMD) 

insists,    in   its   series   of  definitions,    t^at   low  intellectual  function 

be  accompani-ed   by  problems   in   adaptive  behavior   in  ordVr   for   an  indivi- 

3 

dual    to   be   labeled  retarded. 


2.  /    In   its   presentation   to  Congress  discussing  H.R.    8395,  DHEW 
listed  only   the   number   of   severely   retarded   rehabilitated  among  its 
estimate  of   the   severely  disabled   in   its  caseload   for  VR.      In  conversa- 
tions vith   RSA  personnel,  this   view   that    the   SHR  and   the   SR  were 
synonymous  was   continually  reinforced.      As   disQyssed  later,*  this  error 
is  on    the   low  side.      The  VR  program  actual^^y  o^i^'s   a  much  better  job 
working  with   SHRs      than   it   claims.^    But  as   willf  also  "be   shown,  there 

is  much  more   that   could   be  done. 

3.  R.    F.    Heber,    "A  Manual   on  Terminology   and   Clas  s  i  f  ica  t^ion  in 
Mental  Retardation,'*   American   Journal   of  Mental   Deficiencies,  Monograph 
Supplement,    September,    1959,    p.    3;    H.    F.   Grossman,    Manual  on  Terminology 
and   Classification   in   Mental   Retardation    (Washington,    D.C.:  AAMD, 
Special  Publication   Series   No.    12,  1973). 
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Many  persons  with   IQs  below  70,    who  would  be  labeled  retarded, 
function  very  respectably,    even   to   the   extent   that   their   friends  ^nd 
colleagues  might  not   realize   they  are   "retarded."     Adaptive  behavior 
may  not  surface   as   a  problem  in  a  counleling  situation  until  several 
sessions   have  passed  or  until  .material   is   gathered  and  analyzed.  For 
eligibility  evaluation,    it    is   safer   to   assume   that  a   person  with  a 
score  bellow  70  on   the  Wechsler  Adult   Intelligence  Scale   (WATS)  and 
having  employment  pro'blems   a],sQ  has   adaptive  behavior  problems  than 
to   assume   the  converse.      Heber   estimates   that  over  half  .of   the  indivi- 
duals with   IQ  between   60  and   70  have   such  problems.      The  proportion 
jumps   to   95  percent^^^   IQ   55.^     For  planrtrtng  p.urposes,   a  designation 
of   retardation  ^^^^^^^         °^  Wechsler   Scale  provides  an 

operational  d e f^^K?Q{2>|i|i o^  measuring   the  extent   of-  the   target  population 
Retardatic^Av  affects  nearly   3  percent  of   the   U.S.    population.  Of 

the  nearly   6  million   so   impaired,   400,000  are  over  65  yiears   of   age  and 

5 

2.6  million  are   under   20.  ^     In   the  prime  working   age    (20--64),  1.5 
million    (half   of   the  remainder)    are  working.     An   additional  650,000 
are  gainfully  occupied,   primarily   in  keeping  house.      On   the  other  hand, 
over   500  ,  000  retarded  adults   in   the   community  are  not   gainfully  oc-- 
cupied   either   at  work,    keeping   house,    or  as   students,   who,    by  their 

9 

aggregate   statistics,    could   be   so  occupied.      In   addition,  approximately 
240,000   SHRs  are   institutionalized   in   24-hour  care  settings.      It  is 
estimated   that  well   oyer  half   of   these   placements   are   inappVopr ia te 
but   occur   because  of   lack  of  alternatives. 

 : 

4.  R.    F.    Heber,    Special  Problems;     The  Voca.tional  Rehab  1 1  i  t  a  t.i  on 
of    the  Mentally   Retarded    (DHW,  1965). 

5.  Jerry  Turem  and   Ronald   Conley,   Roles  of    the   Retarded,  Report 
to   the   Joseph  P.    Kennedy,    Jr.,    Foundation,    September   1972,    p.  29. 
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Judging   from  the  above   facts,    retardation  by   itself  has   not  pre- 

) 

eluded  a  ma  j  or  i  ty  of   this   severely  disabled  gr^oup^  from  gainful  occuR^a- 
tion.      However,   many   factor s^n  addition   to  retardation  seem   to  compound 
problems    for   a   large     segment   of  this'group. 

If   estimates   ar  e '^cor  r  ec  t ,    at   least   ^00 , 000   retarded  persons  living 
in    the   community  have   the   potential    to  work.      Most   of   the  remaining 
750,000   nonemployed   adult   retarded   have   some   potential   for  additional 
development  of   activities  of   daily  living   (ADL)   which  will   reduce  their 
dependence  on  others. 

Separating   those  who   have  ADV*  p o t eri t ial  but   not   vocational  poten- 
tial   from   those  with  virtually  ao  potential,    on   an   aggregate  basis, 
is    impossible.      Too   many    factors   make   for   the   success   ory  failure   of  ^ 
individual   cases.      Thus,   dt   is   most   logical   to   look  at   the  entire 
target   group   as   a   continuum  of   potentials.  ^ 

However,    some   guidance   can  be   gained   from  prior   reports   and  studies 

related    to   the   SHR   group.      Thes^   studies   have   shown  that: 

^ 

1.  While    IQ   is    indicative  of    the   potential   kind   of  work  an 
individual  will   be   able   to   do,    it   cajin^t   be  used   as   a   screen   to  filter 
those  who   have   work   potential    from   those  who   do  not. 

2.  Age   appears    to   retard   the   training  process.      Older  retarded 

adults    (in   their   AO's   and   50's)    tend   to   be  less    flexible  and  amenable 

6  i.  I 

to   change.  j 


3.     "More^  Retarded  workers   fail   on   the  job  because   of   problems  of 

7 

living   than   b^c^Sse   of  problfem-S   of  working." 


6.  E.    Kate:,    Work  Training   Center,    Final   Report    (San  Francisca: 
Nat  ional   A8soo^^tio"n   for   Retarded   Children,    Inc.  ,    37961)  . 

7.  Pres^f^nJ-l^s   Committee   on   Mental    Retardation,    These,    Toto,  Must 

Be    Equal:  :^^^^^3£^^~S^^^  Ln    llab  il  i  ta  t  i  on  and    Employment   of    the.  Mentally 

Retarded    ( Ws^'i  i  n  u^^i  :      Tlie    Committee,    1969),    p.    lA  . 
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4.     The  physically  handicapped  retarded  appear  to  have  the  most 
dif-ficult   time  obtainiag  services  and   then  being  considered  for  Jobs. 
Retarded  citizens  have  higher  rates   of   unemployment  and  non-employment 
and  lower  rates   of   pay   than    their  average  for   the  U.S.  population. 

Accord4.,n.g  to  Conley,  there  are  over  a  million  mostly  older,'  un- 
trained,  and  generally  unprepared  mentally  retarded  in  the  community 
unoccupied  with  work  or  keeping  house.  Because  of  tjie  years  of  neglect, 
many  of  these  in^dividuals  would  need  sheltered  positions  in  workshops 
or  in  Jobs  specifically  engineered  for  them  in  the  market  sector  if  they 
we^e   to  be  gainfully  occupied. 

This  group  is  basically  over   10  years'  of  age,    untrained,  semi- 
literate,    and  not  used   to  working;    their  retardation   is, of  ten  com- 
pounded  by  bebayioral    (40  percent  based  on  overall   averages)  and/or 
at  l^ast  one  physical  problem   (30  percent)-      They  need   training,  under- 
standing,   and  much  preparation  for  work.  ^ 

The  public  cost   of  retardation   includes   earnings,  loss   from  enforced 
non-employment,    impaired  work,   and  unused  homemaking  services   of  the 
retarded,   with  a  deficit  of   $4.1  billion   for  1974.     Accepting  Conley^s 
calculation   for  excess  -public' program  costs,    the  cost   to   the  economy 
rises   to  $ 6 . 65  b ill ion .  ^ 

T^ese  are  not   all   of   the   costs.     Productive  potential  of  employed 
retardates  is   not  alwdys   fully  developed.     Not  rising  to   the  highest 
level   of   em-ployment   possibly   does   not  reduce  national  product;  others 
just  advance  more  quickly  (and   the   retarded  are   left  behind.     The  re- 
tarded  individual  bears   the*  burden   of. less   than  f  uli^  po  tent  ial  earnings 
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Families   of   tjie  retarded   and    the   retarded   themselves   bear^most  of 
|the   rest   of    the  burden  which   might  be    termed    the   ''disutilities  of 
retardation.'*     No  direct   dollar   figure   can  measur^  t  he  d  iscomf  or  t 
caused  by   these   disutilities;    some   families   are  bSTely  bothered, 
while   others  will   go   to   any   expense   to   ameliorate   the  situation. 

% 

^  With  a   large  and   fairly  well   defined   p op ul a t i on  wh i ch  has  consist- 

ently   demonstrated   rates   of   success   equivalent   to   the  rest   of   the  VR 

population,    the   natural   question   to  ask   ijs ,   Why  are   tbere   not  more 

retarded   accepted   into    the  VR  program?      For   one   thing,    the   VR  program 

appears   to   be   the   last   s.tep    in  a   fairly   intricate,  ,but   new,    chain  of 

services.      Because   it    is   r e 1  a t ive ly  ne w ,    it   has  missed  most   of  those 

w h o  would*  have   embarked   on   the  series  earlier. 

Rusalem,    Baxt,    and  Miller   amplify   the   issue  with   their   report  on 

a  demonstration   involving   the  adult   retarded.      While  we   have   tspnded  to 

label    the   group  with   a   single   name,    their  problems   are  vety  diverse, 

w 

ranging   from  attitude   of   parents   and   employers   to   the  readiness  for 

8 

work  and    the   ava  ilab  i  1  i  t;y   o  f    such  work.        As   individuals    there   is  ^a 

peed    for   differential   programming.      ''Unfortunately,   not  ^nly   is  dif- 

/ 

ferential   programming   unavailable   in   most   communit!  ies  ,   but   even  the 

most   general   of   vocational   rehabilitation   services   may  n&t   exist  in 

■  ..9 


the  areas   in  which   they  live 


8.  Herbert   Rusalem,    Roland   Baxt,    and   Alfred   Miller,  Vocational 
Rehabilitation   of   the   Mentalljy  Retar^d   Adult,    RD   23A6,  SRS-RSA 
(Springfield ,    Va.  :      The  Nat  ional  /Techn  leal   Information  Ser^;flce,    PB  21A 

,A91,    microfiche   filmed    3/ 1 2  /  7  3 )  ,  I  p  r  5  .       '  / 

9.  Ibid. ,    p. A .  J  ^ 
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According  to  the  researchers,  differential  programming*  means  more 
than  just  individualized  programming,  but  programming  built  on  assump- 
tions which  differ   from   those  upon  which   tlie   current   VR-MR  program  is 

,     .  , ^  10  ^ 
built./ — 

The   State   in  which   a   person  lives,   and  whether   the  resid en c e  is 
urban  or   rural,   haa   a  significant  effect   upon   the  extent  of   VR  services 
and   the  very   ability  of  VR  to   serve   the  SHR.      States  with  poorly 
developed   programs   of   special  '(education  or   special   cou/seling  for'' the 
retarded   lack  an  important   link  in  the  vocational  development  of  the 
severely   handicapped,    but  not   totally  disabled,  retarded. 

V  ^ 

This   statement   is  borne  out   by   the  vast  variation  in   S\ate  VR 
agency  rates   of   acceptances  of   the  retarded,   an^   their  conp^quent 

closure   rates.      These  rates  varied   almost   sixfold  among  the  States, 

J  T 

from  a  low  of   3.6  percent   to  West  Virginia   to   a  high   of   20.7  percent 
In  Missouri   in  FY  1972. 

Even  more   striking  .is   the  variation   among   States   in  the  treat- 
ment of   the  severely  handicapped.      Taken   here   as   comprised   of  the 
moderately  and   severely   retarded  as   reported  by  the'States,  the 
percentage  of    the   total   completed   caseload  varied   from  a  low  of  0.5 
percent    in  Kentucky   to  a   high  of   5.8   percent   in  neighboring  Indiana. 
Why   Are   Some   SHR  Underser ved?  ^ 

It  might   be  argued   that  a   tremendous   amount  of   screening  of  the 
retarded   takes   place  befo're   they   reach   the  VR  counselor,   with  only 
the  most    likely  successes   recommended.      Special   education  counselors 

i 

in   several   States  have  working   agreements  with   Stat,e  VR  agencies  for 
prescreening .      The  VR  counselor   serves  mainly  as  an   employment  conduit 
with   little   counseling  provided .  "^"^     The  1969  profile   further  reinforces 


10.  Ibid.  .   p.  5. 

11.  Armstrong  determined   that   a  man-year   spent  wholly   on  counselin 
retarded  produces  42   rehabilitants  whereas   it   ptoduc6s   less   than  three 
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this   surmise.'     Almost   55   percent   of    the   VR-MR   caseload  was  referred 

*  ,. 

by   educational    institutions,    compared  ^ith   10   percent   for   the  rest 
of    the    VR  caseload. 

« 

There  is  evidence  to  suggest  that  the  VR  counselor^  is  not  equip- 
ped to  improve  the  status  of  the  severely  handicapped  retarded  person. 
Tfie   training   of   VR   counselors    in  verbally   oriented    (as   opposed  to 

behaviorally   oriented)    therapy    techniques   may    also   reduce'  their  potential 

1  2 

effectiveness   with    the   retarded.  Since   a  high  ^degree   of  association 

has   been   made    of   low   intellectual    functioning   and   social   mala dap t a t io n , 

even   to    the   extent  'that    the   Americ'^n  Association  on   Mental  Deficiencies 

1  3 

has    included    it    in    its   definition   of   mental   retardation,        the  inability 
of    counselors    to  work  with   behavioral   problems   of   retardates  indicates 
this   concomitant   disability  may   be  significant    in- r  e  j  ec  t*ing  a  person 
forseryices. 

Improving  Present   VR  Program 

Among   the   pr ob 1  ems    s om^ t ime s    encountered   by   the   job    seeking  re- 
tarded   are:      (1)    lack  of   training;    (2)    discrtmination  on   the-part  of 
employers   and    potential    colleagues;    (3)    difficulty    in   locating  jobs 
suitable    to   their   abilities;    and    (A)    inability    to  complete   job  applica- 
tion  forms.      While    availability   of   work    fluctuates,    many  retardates 
are   idle    in   good    times,    even    though    they   tvould    be   hired    if  somehow 
they  and   the   potential   employer   could  be   brought   together.     The  National 

(cont'd)    \7ith   mentally    ill   clients    and   slighQy   over    three  with 
o r t hop e d ic/ amp u t e e s .      Philip   Armstrong,    "An  Analysis   of   the  Allocation 
of  "Counseling   Resources   in   Vocational   Rehabilitation  Agencies,"  Working 
Paper   163-13,    The   Urban      ns t i tut e ,    Washington,    March  1973. 

12.  William   I.    Gardner      and   John  M.    Stamm,    "Counseling  the 
Mentally   Retarded:      A   Behavioral   Approach,"   Rehabilitation  Cotlnseling 
Bullet  in ,Septemberl971,pp.A6-A7. 

13.  R.    F.    Heber,    "A  Manual   on   Terminology,"   p.  3. 
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Association   of  Re t ar d ed . C i t i aen s  con t r ac t ed  with   the  Bureau  of  Appren- 
ticeship and   Trainijig  of   the   U.    S,    Department  of   Labor   Jto   find  job 
oivenings  for   the  retarded.     Ofi  the  i;500  openings   found,    they  could 
fill   c«ay  one-third  over   a   2.  year  period.      The   retention   rate  was  80 

per cen  t . ' 

y  if'       ,  . 

Wifch  several  hundrec^:  thousand  potential  workers  among  the  one 
million  >ida^r  e  t  a  r  d  ed  ,    opportunities   such  a.s    these   should  riot  be 
mj.ssed .  " 

r 

A  vast   amount   has   been  written  6n  various  aspects  of   the  habilita- 
tion  and  rehabilitation  of   the  mentally   retarded.      Almost   200  research 
demonstrations  specifically   targeted   at  mental  retardation  have  been 
supported  by    the   Social   and   Rehabilitation   Ser^^^ice  Administration  of 
the   Department  of   Health,    Education   and  Welfare  since   1955  .  Several 
others   of  a  more   general  nature   also   treat   this   subject.      Yet,    in  re- 
viewing  those  reports  which  were  obtainable   liftle   of   a   gene r al iz ab le 
nature   could   be  gleaned. 

Moreover,    a  review  of   literature   using  Mental   Retard^ation  Abstracts 
^^  ^  

as    the  principal   source  yielded   no  neat   answers   as   to   approach,  although 
all   agreCd^that  deinstitutionalization  was   directly   dependent   on  the 
irnt   of  services.      Cobb   states,    from  his   review  of  -research   through  ' 


amo 


1968: 


..,if   there   is  one   clear   conclusion   to  be   drawn  from 
this  array  of   studies,    it   is   that   no   simple   formula  for 
prediction   is   pes s ib 1 e ,  -  tha t    t he  relationship  be tween  pre- 
dictors  a\d  5>^iteria  are   enormously   complex. ..15 


1^ •      Final   Report   of   the   MDTAHP^Prol ec t   to   Promote   Job' Oppor- 
tunities  for    the  Mentally  Retarded    (Wshi-ne ton  :     Bureau  of  Apprentlce- 
ship   and  Training,    U.S.    Department   of   Labour,  1967). 

15.      H.    V.   Cobb,    The   Predictive  AsBessment   of   the  Adult  Retarded 
for   Social   and  Vocational  Adjustment:      Part   II,   Analysis   of  the 
Literature,    Report   on   SRS-RSA  RD  Project   1624,    (Springfield,    Va.:  The 
National  Technical   Information  Service,   PB   205  669,    filmed  2/28/72). 
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Butler   and   Browning  cite   ''the   diversity   of   findings   and   the^  lack 
of   consensus   among   investigators   concerning   dimensions   of  and  under- 
lying  reasons/^f  or    the   r  ehnab  i  1  i  t  a  t  i  on   success   of   the   retardedV^^  One 


of   the  main   reasons    for   the   diversity,    they   suggest,   |n a y   be    the  diversity 

of   populations   used    in   the   sample,    as   well   as   type   of   job  placement 

17  '4; 
considered.  Ayer   and   Butler   found    that  counselor   empathy,  respect, 

genuineness,    and    c  on  c  r  e  t  e  n  e  s  s/^  varied   wide-ly   and   could   be   at    the  base 

of   the   difference  betwe[^ei\   success   and  failure. 

Model   Trangitioual   Programs   in  Institutions 

One   of,   the  most   effective    transitional   programs   describ.ed   in  the 
literature   was   a   project   conducted  at    the   Elwyn   Institute   in   Pennsylvania , 
through   which   ^  clients   were   successfully    placed    in    the  community. 
Thes"^   clients   had    IQs   between   50   and   80,    and^J|f^d    spent    from   2    to  49 
years    in   the   institution.      Through   the   project;^  a   traditionally  custodial 
institutioD  was    transformed   into   a  rehabilitation   facility.  Compre- 
hensive  services    included    formalized   personal  adjustment   training,  as 
well   as   a   Comihoinity   Work   Program  which   allowed   early   detection  of 
adjustment    p r ob 1  ems   b e f or e    clients  were  discharged. 

By    the    end   of    the   A    yegr   project,    none    of   the   clier>ts  discharged 
had    required   r  e  ins  t  i  t  u  t  ic>n  a  1  i  z  a  t  ion .      Subjects   were   reported    to  be 
doing  well   in  unskilled   and   semiskilled   occupations.      They  had  avoided 
serious   legal   difficulties   ar^f^^  were   coping   adequately   with   daily  living. 
The   report    notes,    however,    that    levels    of    income    remai^fi  marginal,  and 
that    clients    show  a   need    for   continued    ^vice,    support,    and  assistance 
in  order   to  maintain   community  adjustment. 


16.  Philip   L,    Browning   and    Alfred   J.    Butler,    "Predictive    Studies  on 
Rehabilitation  Outcome  with   the   Retarded:   A  Methodological   Critique,"  in 
P.    L.    Browning,    ed..    Mental   Retardation    (Rehabilitation   and  Counseling) 
(Springfield^,    111.^:  .    Thomas,    19  74),    p.  199. 

17.  Ibld-.^,    p.  204. 
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Another   transitional  project,   conxlucted  by  the  Arkansas  Rehabili- 
tation Service,  worked  with  276  mentally  retarded  clients  who  had  been 
in  a  custodial  unit  of   the  State  mental  hospital.     Clients  selected 
withdii^   regard   for   potential  employablllty  were  offered  a  comprehensive 
rehabilitation  program  designed  to  prepare  them  to  lilve  and  work  out- 
side, th'e   institution.     The  rehabilitation  com^selor  was  stationed  at 
the   institution  itself  and  {Provided  a  powerful  source  of  linkage 
between   the  institutional  program  and  community  resources.     At  the  end 
of   the' project,   50  clients  w^re  closed  as   rehabilitated,   58  were  closed 
as  not   rehabilitated,   and   168  were  receiving  services.  Unfortunately, 
follow-up7on  post-institutional  adjustment  was  not  reported.  ^ 

These-and  other  projects   have  demonstrated  how^ef f ec t Ive  voca- 
tional  rehabilitation  services   can  enable  many  retarded  individuals  to 
leave  institutions   atid  become  limployed-  in  sheltered  or  competitive 
employment   in    the  community. 

Demonstration   projects  working  with  SHRs  such  as  reported  by  Rusal 
and   Katz  have   indicated   the  value  of   developmental < s ervlces   for  VR 
rejects   aftd  sustaining  services   for  VR  failures.     Studies   such  as  these 
as  well   as  others  have  demonstrated    the  arbitrariness  of  eligibility 
based  solely  upon  judgments  of  vocational  potential. 

-O-t^T^rTrc^aearch    has   shown   that  vocational  potential  mpy  be  Just  as 

much  related   to   the  adequacy  of   services  as  the  adequacy  of   the  indlyl- 

18  *  ' 

dual  being  served.  Thus   the'  fact  of  failure  und€fT  one.  set  of  service 

circumstances  does  not  preclude  the  possibility  of  success  under  another 
set.  ■  , 


18.      D.    Brolin,    "Value  of   Rehab il Itat ion  Services  and  Correlates 
of  Vocational   Success  with   the  Meatally  Retarded,"  American  Journal  of 
Mental  Deficiencies,    September,    1971,   pp.    644-651.     A  board  of   3  raters 
judged  whether   services  provided  were  adequate  or  inadequate.  Client 
success  was  correlated  with  these  Judgm^ents.     These  receiving  "inade- 
quate" services  did   signif icautly  worse  than  was  predicted   on  a  pre- 
service  assessment* 
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With  ADL  considered  as    part   of   a   continuum,    the   problem  of^eligi- 
bility   determination  will  be    eliminated.      But    the   need    for  planning 
that   is,    predicting   the   aggregate   need   f or^ and   usefulness   of  services 
becomes   even   more   crucial.      In  order   to   obtain   this   greater   degree  of 
accuracy    it   Is   necessary   to   develop   a  schedule  which   reflects*    on  ag- 
gregate,   the   potential   beneficial   effects   of   VR  and  ADL   services.  The 
list   developed   here   is    based   on   fairly   scattered   evidence  on  vocational 
and   independent    living   potential   discussed   in   the   following  report. 
It    should   not   be   used    as   a   guide   on    individual   cases   but   may   be  useful 
for  planning. 

The   priorities   suggested   are   almost   a  mirror    image   of   the  current 
VR-MR  caseload    in  most    States.      Table   17-1   reflects    the   almost  unanimous 
findings   of   several  reports    that   vocational   potential    is   not   related  to 
IQ.      However,    v/hen  other  meVital  and   physical   disabilities   are  added, 
the  person  with   higher    IQ  maintains   some   potential,   while   the   person  , 
with  a  very   low   IQ  has    questionable   potential,    at   best.      The  ordering 
is   based   on   the   premise    that    if  a   potential   exists,    the   most  severely 
disabled   should   receive   the   highest   priority.      VJhile   this  assumption 
may  not   maximize   returns   based   on   benefit-cost   calculations,    it  mini- 
mizes  leakages   of   services    to    those   with   marginal  needs. 

Thus,    in   planning    the   development   of   services   for    the  SHR,  Table 
17-1   should  be   converted   into   d  probabilistic   table  reflecting  the 
percentage  of    ind ividuals   in   each   subgroup  who  would  be   helped   by  (a) 
ADL   services  and    (b)    VR   services.      Such  ,an   undertdking  would   n|ed  data 
f^om  past   eocperience   related    to  what   proportion   of   each  subgroup 
experienced  net   benefits   from  specific   services   at  what  cost. 
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Table  17-1 

Priority   Scale   for  VR  Services  to 
Severely  Hand  icapped  Retarded 

» 

Level  of 

-     Level  of 
J  Physical 
^'  Disabilities 

Social 

Haladaptatlon 

Retardation 

None 

Mild 

Moderate 

Severe 

Mild  MR 

None 
Mild 

Moderate 
S  ^v  e  r  e  ^ 

r. 

L 
•L 
M 
H 

L 
M 
M 
H 

H 
H 
H 

H 
H 

H* 

? 

Moderate  MR 

None 
Mild 

Moderate 
Severe 

/  L 
M 
H 
H 

L 
M 
H 

H* 

M 
M 

H  . 
H 

? 
? 

Severe  MR 

None 
Mild 

Moderate 
Severe 

M 
M 
H 

H* 

M 
u 

£1 

H* 

? 

H 

H* 

? 
? 

H* 

? 
? 

•  ? 

Profound  'MR 

None 
Mild 

Moderate 
Severe 

H 

H* 

? 

H* 

? 
? 
? 

? 
? 
? 
? 

? 

? 

? 

Priority         '                                   '          '    ,  - 

L  ~   Low  ^ 
^M  =  Moxierate 
H  =  High                                                                              O  ' 
?  =  Questionable  as   to  vocational  and  ADL  potential 

AT\T__T__  V 

—  txuLu  onj.y                %  ^ 

ERLC 

o 

425 

A  beginning  of   these   estimations   can   be  developed   from  a  project 
now  in  progress  at   California   State  Hospital   at  Pomona.  Researchers 
under   the  direction  of  Dr.    Richard   Eyman   have  been   collecting  longitudi- 
nal  information  on  retarded   clients   in  various  programs   in  eight  States. 
While  .no.  VR  program  is  now  included,    the   services  provided  are  similar 
to'  those   thatN^ill   provide   SHRs   in   a  revised  VR  program^for  ADL . 

The  Pomona  study  uses   service   categories   established   in   the  Develop 
mental  Disabilities  Act   to   cluster   the  variety  of   individual  services 
provided   to   retarded  clients.      The    researchers   are   also  measuring  change 
in  10  demains  of  ,  adaptive  behavior  and   sr^sociating   these   changes  with 
the  presence  or  absence  of   a  service  or   service  category   in   a  client's 
service  record. 

Some  very  preliminary   figures  were   supplied   to   the  Comprehensive 
Needs   Study  by   the   Pomona  researchers.      These   figures   suggest  that 
services   in   the  category   of   shel ter edv^mp loymen t  can  be  associated 
with   improvements   in  client   f unc tions^^^^he   fields   of  independence, 
physical   development,   economic   activity,    developing  a  number/time 
concept,    ability   to  do  domestic  work   (but  not   general  work),  and 
socializ-ation. 

4  ft. 

Table   17-2  provides^a  summary   of   those   services  ^^ssoclated  with 
some  pos^itive  change  in   adaptive  behavior  donfains   in   these  very  early 
figures    from   the  Pomona   study.      The   importance   of   sheltered  employ- 
ment,    recreation,    and  domicilary  care   services   in   improving  adaptive 
behavior   is   an   interesting  one,    requiring  a  great  deal   of  followup 
8tud^  and   analysis   before   a  genefal   conclusion   should  be  retichod. 
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Table  17-2 

Service  Areas  Related  to  Improvement  in  Adaptive  Behavior-'^ 


Adaptive  Behavior 

D  o  m  A  "f  n 

yj  iM  Li 

Service  of  "si«nlf leant  help"^ 

Independence 

0 

Treatment,   sheltered  employment,  v 
recreatlNon.  * 

Physical  development 

SheU^tered  employment. 

Economic  activity 

Education,  sheltered  employment, 
domlcllary  care.» 

Language   deve lopment 

Education,  recreation,   domlcllary  care. 

Number/ time  concept 

Evaluation,   day  c^irc,   sheltered  employ- 
ment, personal  ca^e,  domlcllary  care* 
counseling,  referral  follow-along.  ^ 

Domestic  uork  . 

Training,   sheltered  employment, 
domlcllary  care. 

General  work 

Counseling.  \ 

Self  direction 

^Domlcllarv  care . 

Responsibility 

Education,  personal  care»  domlcllary 
care  • 

Socialization 

\ 

D^y  care ,   sheltered  employment , 
recreation,  personal  care,  counseling, 
referral ,   follow-along,  transportation. 

4» 

Note: 


These  associations  are  based  on  very  early  reports  and  quite 


subject   to  change  as  more  information  is  gathered. 

1.  Based  on  %ase  reports  on  .207  moderately  and  severely  retarded 
clients   developed  by  the  California  State  Hospital,  Pomona. 

2.  Based  on  a  change  of  one  standard  deviation  in  adaptive  behavior 
score  over  one  year.  '  .  v» 
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In  an  accompanying   letter,    Dr.    Eyman,    principal   investigator  on  / 
Wfe   study ind icates   that   "change  has   much   to  do  wi^h   initial  level 
of    functioning  and   age."     It  will   indeed  be   interesting   to   see  what 
services   aid  groups   of   different   ages  and   levels   of  functioning. 
Activities   of   Daily  JLiving 

Improving   the   ability  of   the   retarded   to   cope^with  the  Activities 
ofi  Daily   Living    (ADL)   has   been   an   integral   part   of   the  VR  program. 

0      Unf  or  tui^ately ,    VR  has   not   taken   due   credit    for   its   partial  successes 
in   reducing  client   dependency.      When   the  client    is   closed  not  rehabili- 
tated,    the  work  going   into   such   a   client   is  viewed   almost   as  ^wasted. 

Even  worse   is   the   calculation   that  must  be  made   very  early   in  a  cAse 

.-If 

as   to   the  vocational   potential   of   the   client,   rather   than   the  ability 
of    the  program  to  help  him,   stepwise,    to  his  highest  potential, 
whether   it   is  vocational  or  not. 

Extended  evaluation  was  supposed  to  improve  this  progression,  but 
has  provided  less  of  a  contribution  than  would  have  been  expected.  Of 
71,240  VR  applicants  in  1973  who  could  be  classified  as  mentally  re-  , 
tarded,  19  ,061  (26.  8  percent)  were  closed  at  applicant  -s,tatus.  Of  the 
52  ,  179  who  continued,  only  1  ,  920  (3.6  per^^ent)  were  closed  during  ex- 
tended evaluation.  It  could  be  claimed  that  the  latter  percentage  is 
Indicative   of   the   success  fulness   of   extend ed^val uat ion   in  getting 

1 

individuals   into   the  VR  program.      HoweVer ,    i/   is   even  more  indicative 
of,  the   lack  of   risk   taking   in  the   extendi   evaluation   portion  of  the 
program. 

Many  more  SHR  individuals  could  be  admitted  to  extended  evalua- 
tion than  now  occurs.  If  independent  living  were  seen  as  a  separate 
goal   of    the   VR   program,    part   of    a   continuum  which    loadn    to    the  m/ixlmum 
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development  of   client  potential,   many   individuals  now . cons idered  toq 
risky  with  respect   to  vocational  potential  would   eventually  be  ac-  \ 
cepted   for  VR  services,  .  \ 

In  accepting,  these  additional  Individuals  and  providing  services  \ 
^  to   them,    some  will  not  progress,   and   some  will  progress  only   to   a  plateau 
of  independent   ilK^^lng.     These   two   subgroups   are  now  virtually  excluded 
from  VR,      In   this  eligibility  process,   many  persons  with  vocational 
potential  were   algo   probably  excluded.      If  ADL  is  made  an  acceptable 
goal,   not   only -will   a'dditional   SHRs  be  placed  in  jobs,   but  many  others 
will   gain   invaluable   self-esteem  while  permitting  excess   social  costs 
to  be  reduced. 

Community  Adjustment   of  Retarded  Persons" 

The  report   of   the   Elwyn   Institut.e  project  on  delns tltq tionaliza- 
tion  previously  described  also   reviews   11   followup  studies   of  deinsti- 
tutionalized retarded   persons.      One  which  was  supported  by   the  *VR 
program  was   a  followup  study  of   retarded  people  who  had   left  a  State 
institution  10  years   earlier.^    Without   detailing   these  studies,  which 
varied  as    to   the  nature  of  population,    type  of  community  placement, 
length  of    time   in   the^ommunity ,    and   other   factors,    it  can  b'e  stJ^^ed 
that   all  of   them  show  chances   of   "successful   adjustment"  as'^ab^^feeO 
to   80   percent.      In  view  of   this,    Goldstein   has  concluded   that  "...the 
majority  of  higher  grade  mentally  retarded   inmates  pf  public  institu- 
tions  will  make   a  relatively  successful  adjustment   in   the  communities 
when   training,    selection,   placement,   and  supervision  are  all  at  an 
optimum."     This   conclusion   seems   to  represent   a  "consensus   pf  attitudes 
of  researchers   in   this   area.  * 
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One   followup  study  of'^mentally   retarded   supported  by   the  VR 
program  wa^'carried  out    in  Connecticut  by   the  Connecticut  Association 
for  Retarded   Children.  -  About    215   subjects  who   had  been  identified  ^ 
as   having  IQs   between   50  and    75  were   studied   to   determine  factors 
succes^fu/1   community  adjustment.    >.The   investigators   conclude   that  tJie 
characteristics   associated  with  success   are   in   areas   open   to  manipula- 
tion.     Such   factors   include   efficient  use  of   intelligence,  social 
competence,   parental   support,-    and  presence  of   an  emotional,^  support 
figui^e.      The   report   also   indicates    that   those   retarded   persons  with 
the   greatest   adjustment   problems  appear »to  have   unutilized  potential. 
CURRENT   RESOURCES   TO  MEET   SERVICE  NEEDS 

Cooperatij^e   programs  between   State  VR  agencies   and  programs  of 
special   education   have   been   mentioned   as   one   important   linkage   in  the 
vocational   development   of   the   severely  handicapped   retarded.  The 
development   of    these   programs   has   greatly   enhanced   the  vocational  and 
living   potential  ,t>f   the   retarded,    particularly    those  with  no  other 
problems    than   low   intellectual   functioning.      In   FY   197A,    the   Office  of 
Education  allocated   about   $100  million   for   services   and   training  for 
the  mentally  Retarded.  / 

Community  mental   health   centers,   mental   retardation  centers. 
Medicaid    (Title   19),    and   social   services   under   Titles   AA  and   6   of  the 
Social   Security  Act  as   amended    (19  7  3)  .p.ro  vide   the  bulk  of  the  remain- 
ing^service   funding      (Table   17-3).      These   services  wei^e  mentioned 
earlier   as   especially   useful    in  reducing   social,    emotional,  psycho- 
logical,   a'^nd  medical   dependence.     The  Developmental   Disabilities  pro-/ 
gram  provides   coordinative   function  pver    these   and   State   programs.  All 
of   tljese  programs   experience    tremendous  ^variations   from  State   to  State 
and  even  within  States. 
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TABLE  17-3  ; 

Expenditures  for  the  Mentally  Retarded* 
by  Source  of  Outlay 
(In  millions  of  dollars)  ^ 

FY  73        FY  74   (est,)       FY  75  (est.) 
Medicaid^/  '  226.0        v      280.0  !  350.0 


28.4  28.4 


Developmental  Disabilities  28.4  ^ 

.                2/  ^3.6                98.0  105.0 

Titles  4A.   6-'  126.4              200.0  260.0 

Title  5    (Maternal  Child  21.5                 22.0                      23  0 

'Heal^th)  ^                                                 '  * 

Community  Mental  Health  15.0                 17.0  19.0 
and  Other  Public  Health 
Funics  ^ 


1/     Medicaid  increases  attributed  to  increases  in  the  Internediate  Qmre 
Ficilfty  program,  which  is  primarily  for  long-term  care,  not  develop- 
mental services.  ^  ^ 
2/     Much  of   the  increase  in  4A  and  6  fiyids  is  for  deinst Iku^onaliza- 
tion,   establishment  of  community  servicesy   and  8ervlcea...^dur£cted  pri-  ^ 
marily  at  the  child  populatipn.     About  15  percent  Is  «yaSlab)le  for 
services   to  the  SHR  adult.  • 
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Aid   to   State*8  under  Title   VI  of   the  Elementary   and  Secondary 
Education.  Act   Of   1965   will   probably  have  the  most   far-reaching  impact 
for   the  .re tarded .      Through   the   development   of   teaching  techniques 
and  experimentation,    the   extent   to  which  the  retarded  can  actuality 
be  trained   is   finally  being  understood.     The   self-perpetuating  rela- 
tionship between  mental  deficiency  and   inability   to   learn   is  being 
tested.      Because  of   these  "demonstrations,"   court   tests   of  equal 
educational"  opportunity  have   been  brought   in   several   States   with  the 
verdict  almost   always   requiring    the   State   to   extend  resource  availa- 
bility   to   this   special  group. 

The  1962   Report    to   the  President   of  the  President's  Panel  on 

MentalMR^Sitardat  ion  spoke   to   the    issue   of   the   primary   importance  of 

VR-education  links: 

...it    is   clear   that   the   first   line  of  attack  is 

^  through   the   educational  system,....   What   is   needed  for 

vocational   preparation    is   a   program  starting  during 

the    teens   which   coordinates    special   education,  evaluation, 

and   guidance  with   prevocat ional   training   and  vocational 
o  1  q 

train  ing .    ^  '  * 

During   the   6.  years   following   the  report,   43   VR-Research-Demons tr at  ion 
projects  wire   funded    to   explore    the   potential   of   this' r ela t ionship 
through  work-study^      Theo-e^pro  j  ec  ts   apparently   gave   sufficient  impetus 
to  work-study   as   to   promote  over   1,000   cooperative  agreements  between 
State   VR  agencied  and   school   systems.      In   1969,    close   to  100,000 
students  x^fere   servedf  by   these  agreements,   with  many  more  being  served 
by   inform^al  arrangements. 


19.      The   President's   Panel    (now   Commitjtee)    on  Mental  Retardation, 
A  Proposed   Program  for   National   Action   to   Combat . Men tal  Retardation 
(1962). 
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Models 'of  ProRgam  Planning.   Coordination,   and  Service  Integration  t 

The  growing  trend  to   transfer  responsibility  fot  cate  and  rehabili- 
tation of   the  retarded   from  the   institution  to  the  community  highlights 
an  old  and   familiar  problem         the  d i f f iculty^in  achieving  coordination  - 
and  Integration  o€  services   to  me-et   the  mult/iple  needs  of   this  group. 
Recognition  of   thii"  problq;p  led  the  President's  Panel  in  1962   to  stress 
the  need  for  a  continuum  of   care   for  the  tetatdedy  which  was  defined 
as:      "...the  selection,   blending,   and  use,   in  ptopet  Sequence  and 
relationship,    of   the   medical,    educational,    and   social  ser^^ices  re- 
quired by  a  retarded   person   to  minimize  his  disability  at  every  point 
in  his  life-span."     The  panel  also  recommended   that  there  Should  be 
available   in  every .  community  a   fixed  point  0.£  fefeifral  and  information 
which  provides   consultation   service   for   the  retarded.  . 

Five  proj  ec  t^8  \that  attempted  to  bring  about  coordinated  services 
for   the  mentally  retl^rded  were  supported  by  the  VR  program  in   the  late 
1960s,    and   a  comparison  of    the   differences,   strengths,   and  weaknesses 
of  each  of   the   five  models  ^ras   completed  by  the  University  of  Wisconsin. 
The   five  projects  were  under   the  auspices  of  the  different  coordinating 
agencies:     ,a  voluntary  association  of   professionals   in   San  Francisco; 
a  parents'    group  in  Bridgeport;    the  private  service  delivery  agency  in 

Milwaukee;    a   traditional  welfare   federation   in   Cleveland;    and  a  specially^ 

J} 

created  coordinating  structure   that   emerged   from  a  Joint  powers  agree- 
ment between  city,  ^county,   and  State  governments   in  Los  Angeles. 

The   report   concludes    that   although  none  of    the   projects  was  fully 
y^ffective   in  establishing  a   continuum  of   care,    some  of   the  barrier^  to 
complete   success  had    to.  do  with  structural   and   political   constraints  in 
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"the  community   and   the   larger   political   system  and  were    therefore  out-^ 
side   the  control   of/ project    st^ff .      Recommendations   and  conclusions 
from  this   report,    quoted   below,   appear   to  have  applicability   not  only 
to   coordinating  services   for    the  retarded,   but   also   to  work^with  other 
groups,    including   the   mentally  ill. 

1.  Funding   intended   to    create   permanent    coordination  or 
integration  Hf   services   in   local  a communi t ies   should   be  channeled* 
through   agencies-  of   the   state   and   county   government,   not   t hr o u gh  •p r iva t e , 
local  agencies. 

2.  Demonstrations   should   always   have  built   into   their  design, 
as  a  condition   for   getting   such   funds,    provisions   either   for  continu- 
ing  funding   from   alternative   sources,   or   for   assuring      dispersion  of 

the  lessons   and    the   resources   of   theiproject    to^  related  agencies. 

'■    •    .  r 

3.  The    sponsoring   organization   for   such   an   activity  should 
be   as    neutral   as   possible  with  respect   to   the   interests  of   the  units 
being   coordi  nated,    and  \should   haye   a  high   degree  of   legitimacy   i'n  the 
commun 1 ty . 

A.  Mephanisiks  should  be  established  so  that  parents,  com- 
munity groups,  and  other  interested  citizens  can  participate  in  goal 
setting   and   policy   development    for    l^ntegrated   service  delivery  systems. 

5.  The   professional   leadership   of   service   integration  and 
delivery   sty^^cotures   should,    however,    be   insulated   from  immediate 
control   by   advocacy  groups. 

6.  A  planning   unit    should   be   an    integral    part  jof  any 
integrated   delivery  system. 
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7.  Categorical  aid  pr ograms ...  should  be  consolidated  under 
a  single,   central   funding  facility. 

8.  Coalitions  of  agencies  should  be  utilized  as  one  way  of 
establishing  service   integration  systems. 

9.  Limitations  on  •the  amo:un  t  of  financial  resources  made 
available   to  a  service   delivery  and/or  coordinating  5rgdnliation  in 
an   integrated  service   delivery  system  in   order  to  restrict   the  rate 
of  growth   to  no  more   than   twen ty- f ive" percent   in  a  given  onc-year 
period   of  time. 

The  Developmental   Disabilities  legislation  is  designed   to  lead  to 
implementation  tn   each   State   of -^qoordinat^d*  servlcl^s  f 6r   the  ^retarded. 
Findings  of   availajjle   research  on   alternative  dpprodcl^|^  to  service 
integration   should  be    taken   i/nto   account  by   the  DD  and  VR  program  in 

r 

planning  for   implementation   c|f  the  current   legislat ion-»>v  * 

IMPLICATIONS   FOR  VI^, 

The  Rusalem  project  provides^some   generalizations  -Which ,  while 
needing  further   substantiation,   provide  a  starting  point   for  working 
with   the  older   retardate.     To  begin  with,   an   abundance  o£  aocial 
services   shou^  be  available;      specially   trained   counselors,  supportive 
services  such  as  mobility  and   self   care   trafning,    family  counseling, 
long-term  followup  and    follow  through. 

Sheltered  employment  both  in   special  workshops  and  In  competitive 
areas   needs    to  be  developed   even  more  for   this  group,  vlth  longer 
evalua.tion  and   training  periods,   job  site  development   (with  much  more 
individualized  attention   than   is  now  given)   even  down  to  planning  auto- 
mation  which  will  assist   this  client   to  obtain   and  maintain  a^lobi 
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Overcoming,  social   dependency   can   be  a  long  process.      The  older  a 
client,    the   longer  the   process   usually   takes.      Counselor  discourage- 
ment with   client   progress    toward  ADL  during  extended   evaluation  is 
one   of   the  major   reasons  why  a  client   is   not   accepted   for  full-^scale 
rehabilitation   work.      The   Rusalem  study   urges   t/hat,    "The   usual  time 

boundaries   set   by  state  vocational   rehabilitation  agencies   for  free 

20 

services   should   be  v/aived..."  Having   certain   deadlines   of  time 

"^rather   than   seeing  client   progress,    no  matter   how  slow,  discriminates 
against   the   SHR  v;ho   is   particularly   socially  dependent. 

Part    of   the   problem  may   be   that    the   funding  of   extended  evaluation 
and   service   purchases    through   Section   2   of   the   Vocational  Rehabilitation 
Act    funds    puts   such  work   in   competition  with  other   areas   which  a 
counsellor   might   have   decided  was  more   important.      Greater  emphasis 
shoul d   be   placed   on   extended   evalua>tion   through   separate   funding  and 
greater   fle'Xibiljty   in   time.  j 

The   conn^ection  between   State   agencies   offering   family   and  cojnmunity 
services   and  VR   is   often   competitive   and   very    tenuous.      Some  agency 
relationships   work  to    the   disadvantage   of   the   SHR.      An   integral   part  of 
almost   all    recommended   progr^"^   is   family   counseling   and  community 
acceptance.      Often   the   social   service   agency  has   resources   which  can 
be   drawn   upon   by   the    VR  counselor  who   chooses   not   to  use   them,    or  worse, 
is   ignorant   of    them.      Counteracting   social   dependency   is   one   of   the  major 
objectives   of    these   social"  services   wM-ch   are   authorized   under  various 
titles   of    the   Social    Security   Act.      TtTere   is   need   to   bring   the  agencies 
conducting   these  programs   tORether,    cooperatively,    and   this  move  may 


20 .      Ibid .  ,    p .  20 
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require   a  mandate   in  both  Acts.     Housing  both   in  an^umbrella  agency, 
however,    is  apparently  not   a  sufficient  condition  to  bring  the  services 
together   at   the  client  level. 

While  the   treatment  modalities    for  psychological  and  emotional 
dependency  are   different   from   that   for   social  dependency,    the  policy 
implications   are  almost   identical.      Greater  and  more   flexible  use  of 
extended   evaluation   as  well  as   other   federally   funded   (and  other) 
Social   service   programs.      Community  .mental  health  centers  funded 
under  various    titles   of   the  Public   Health  Service  Act   should  assist 
in  overcoming   the  problems   as-sociated  with    emotional     dependency  — 
perhaps    to   the   extent   that   the   client's  VR  status  .be   held   open  until  a 
recommendation   to   close   or   continue   to  full   rehabilitation   is  provided 
by    the   other   service  agency. 

Services    for   the  psychologically  dependent   (psychotic)  'mentally 
retarded   are   ext;remely   difficult   to   find.     Apparently  the  technique 
that  has   had    the  most   success,    behavior  modification,    is   difficult  to 
administer  and  often  appea       inhumane.      Counselors   usually   have  little 
background   in    this   area,    and   there   are   few  community   resources   to  draw 
upon   fgr   assistance   to   the   adult  psychotic  retarded.      Since  most   of  the 
reta;?ded   who   manifest  psychological   dependence   funct^ion  at  the  higher 
levels    (m'ild   and  borderline),,  th^  potential   for  vocational  rehabilita- 
tion   into   fairly  productive  areas   is   high,   once   the  dependence  is 

r 

removed.  However,  outside  of  a  very  few  prisons,  and  other  institutions 
work  in   this   area  remains   primitive   or  noaexistent^ 
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Too  often   the   generalis  t-counselo'r   is   attempting   to  solve  problems 
of  dependency   for  which  others  may  be  more   extensivcily   trained  and 
bgtter  able   to  hanjlle.      Just   as  he  defers    to   the   medical  practitioner 
for  alleviation  of  medical   problems,    so  he  might    serve   as   the  coordina- 
tor of   services   to   alleviate  social    ,    emotional   and  psychological  depend- 
ency.      Ser ious  J#f f or t s   to  better  relate  rehabilitation   and  developmental 
disabilities  with  respect   to  the  sever^^^ly  handicapped   retarded  is 
essential  with   or  without   an   independent   living  program. 
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Chapter  18 
THE  BLIND  AND  THE  VISUALLY  IMPAIRED 
The  total  absence  or  loss  of  vision  or  a  severe  restriction  in  usable 
vis^n  causes  many  problems  for  the  individual.    For  the  person  who  is  blind 
from  birth  or  very  early  childhood,  these  problems '^necessitate  adjustments 
in  preschool  training,  in  vocational  apd  academic  education,  and  in  preparation 


for  3j^lt  life.    The  person  who  becomes  blind  as  an  adult  must  accomplish  ipany 
adjus*tments ,  modifications,  and  substitutions  from  the  sighted  way  of  life 
in  order  to  function  effectively  as  a  blind  individual.     In  most  instances-^ the 
person  who  becomes  blind  as  an  adult  will  need  considerable  assistance  from/ 
trained  professionals  in  order  to  make  successful  adjustments  in^  attitude,  in 
dally  living  activities,  and  in  vocational  activities  to  permit  a  full  and 
meaningful  life.  , 

Blindness  happens  not  only  to  an  individuals  but  to  a  family,  a  community, 
a  school,  an  employer,  and  in  fact,  to  a  whole  culture.    While  this  is"  also  true 
of  other  disabilities  or  handicaps,  there  Is  a,^^d  bit  of  evidence  that  . 


throughout  history  blindness  has  been  regarded  as  a  different  thing. ^  The 

t  2 
blind  person  was  rejected  more  in  some  cultures  and  protected  more  in  others. 

Th^^greatest  need  of  the  blind  person  is  for  understanding  and  acceptance 

of  the  disability  by  family  and  by  the  community.     The  ramifications  of  blindness 

are  severe  and  varied  and  ^liould  never  be  underestimated.    For  some  individuals, 


1.  Roy  J.  Ward,- "Rehabilit^ion  Teaching,"  in  Richard  E.  Hardy  and  John 
G.  Cull,  eds..  Social  and  Rehabilitation  Services  for  the  Blind  (Springfield 
111.:     Charles  C.  Thomas,  1972),  pp.  350-59. 

2.  Mary  if.  Bauman,  "Research  on  Psychological  Factors  Associated  with 
Blindness,"  in  Hardy  and  Cull,  Social  and  Rehabilitation  Services,  pp.  153-73. 
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-X    the  period  of  psychological  trauma  and  subsequent  adjustment  is  long;  for  others, 
relatively  short.    Whatever  the  duration,  it  is  a  period  of  significant  stret^ 
Thomas  J.  Carroll  termed  it  ''the  period  of  mourning." 

Unless  the  family  accepts  and  assists^ the  blind  person  in  achieving  the 
goals  of  employment  or  independence  in  travel  and  other  .activities  of  dadly 
living,  rehabilitation  efforts  are  likely  to  fail.     Countless  case  histories  re- 
veal that  a  great  deal  of  time,  effort,  and  money  can  be  spent  in  helping  a 
person  overcome  visual  disability  and"  achieve  independence  in  travel  any^  in 
other  activities  of  daily  living,  only  to  find  upon  return  home  that  the 
family  was  not  prepared  for  the  independence  displayed  and  systematical^  went, 
about  destroying  it. 

Community  acceptance  of  blindness  as  a  disability  has  been  slow,  In- 
vestigations  indicate  that  blindness  engenders  a  universal  and  profound  feeling 
of  fear  on  the  part  of  most  people.     In  one  study  it  was  found  that  blindness 
is  exceeded  only  by  cancer  as  the  disabling  condition  most  feared  by  the  public. 
The  need  for  community  acceptance  is,  however,  essen$4ir^r^rehabilitation,  and 

ch  work  has  gone  into  creating  public  understanding  and  acceptance.  Better 
programs  of  public  education  are  being  carried  out,  the  number  of  volunteers  work- 
ing in  behalf  of  the  blind  exceeds  by  far  the  number  working  with  other  disa- 
bility groups,  and  the  number  of  blind  and  visually  impaired  persons  who  are 
successfully  returne^to  the  community  is  steadily  increasing.    Fears  are  gradually 
being  overcome.    However,  the  battle  is  not  yet  won  and  much' more  remains  to  be 
done."^  ^ 

POPULATION  AT  RISK 

Definitions  -  Blindness  and  Severe  Visual  Limitations 

As  defined  in  the  Social  Security  Act  amendments  of  1967, 

An  Individual  shall  be  considered  to  be  blind  if  he  has  central 
visual  acuity  of  20/200  or  less  in  the  better  eye  with  the  iise 


-ERIC 


3.    Douglas  C.  MacFarland,  "Social  Services  and  Blindness,"  in'^Hardy  and 
Cull,  Social  and  Rehabilitation  Services,  pp ,  366-78. 


440 


424 


of  a  correcting  lens.    An  eye  which  accompanied  by  a  limitation 
in  the.  fields  of  vision  such  that  the  widest  diameter  of  the 
visual  field  subtends  an  .angle*no  greater  than  20  degrees  shall 
be  considered  for  purposes  of  the  first  sentence  of  this  sub- 
section as  having  a  central  visual  acuity  of  20/200  or  less. 

Persons  with  "severe  visual  limitations"  are  broadly  defined  by  the 

National  Center  for  Health  Statistics  as  those  with  both  eyes  involved  who  ^ 

cannot  read  newsprint,  even  with  best  correction. 

Prevalence,  Incidence,  Principal  Groups,  Causes         ^  ^ 

Based  on^he  above  definitions,   the  National  Society  for  th^  Prevention 

of  Blindness  (NSPB)  estimates  that  there  are  approximately  475,200  blind 

persons  in  the  United  States  today  and  that  35,000  persons  lose  their  sight 

each  year.     The  National  Center  for  Health  Statistics-  (NCHS)  estimates  the 

number  of  persons  with  severe  visual  limitations  at  about  1,000,000  throughout 

the  country.     It  is  also  estimated  that  nearly  half  the  U.S.  population 

suffers  from  a  visual^ disability  that  requires  corrective  lenses. 

It  is  generally  agreed  that  in  the  "blind"'  and  "severe  visual^llmitations" 

groups,  more  than  50  percent  and  perhaps  in  excess  of  60  percent  ^re  60  years  of 

age^and  older.     A  review  of  the  chronological  tabulations  published  by  the  <r 

NSPB  in  1966  and  1969  indicates  a  significant  increase  of  blindness  with 

advancing  age.     Despite  the  fact  that  the  elderly  constitute  the  greatest 

number  of  the  blind  and  those  with  severe  visual  limitation,  only  a  modicum  of 

rehabilitation,  r^orative,  and  social  services  is  available  to  them.  Robert 

Scotf ,  in  The  Making  of  Blind  Men,  says  that  two-thirds  of  the  organizations 

and  programs  for  the  blind  cater  exclusively  to  either  children  or  nonaged 

adults  and  that  at  least  60  percent  of  all  economic  resources  available  to  the 

blind  are  earmarked . for  these  two  groups. 

At  the  other  end  of  the  age  range  are  the  school-age  and  preschool  groups 

of  blind  and  severely  visually  impaired  individuals.    According  to  the  statistics 
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cataracts,'  glaucoma,  diabetes,  and  degenerative  conditions^  ''^ 
REHABILITATION  OF  THE  BLIND  AND  THE  VISUALLY' IMPAIRED 

Services  to  the  blind  began  in  the  United  States  with  the  establishment 
of 'the  Perkins  School  for  the  Blind  in  1832  by  Samuel  Gridley  Howe.  Perkins 
was  organized  as  a  private  school  with, the  primary  purpose  of  providing 
educational  services  to  blind  elementary  and  secondary  school  children.  Subse- 
quently, State  after  State  established  residential  school  facilities  for  blind 
children.     Those  States  which  do  not  have  residential  schools  purchase  edu- 
cational services  from  neighboring  public  and  private  residential  schools 
or  have  established  special  educatjjpn- programs  in  the  regular  public  school 
systems.     There  are  only  a  few  schools  operated  today  under  private  auspices, 
and  they  are  largely  funded  through  public  monies.^ 

For  the  adult  blind,  services  were  also  initiated  by  private  and  voluntary 
agencies.     Charitable  organizations,  workshops,  Lighthouses  for  the  Blind, 
and  similar  private  agencies  were  organized  in  the  metropolitan  centers  through- 
out the  Nation.     In  fact,  the  adult  blind  could  secure  services  only  from 
private  agencies  until  ^1893,  when  the  Connecticut  legislature  created  the 

Connecticut  Agency  for  the  Blind  to  provide  teaching  services  to  the  adult 

6  '  ^ 

blind..     The  Ameri  can ' Foundation  for  the  Blind  lists  approximately  800  separate 

private  voluntary  agencies  now  offering  multiple  services  for  the  blind.  More 

than  400  of  these  agencies  provide  direct  services  to  blind  persons  through  the 

use  of  professionally  trained  and  qualified  mobility  instructors,  braille  and 

typing  teachers,  home  economists,  occupational  therapists,  psychologists,  social 

workers,  counselors,  and  work  evaluators.     In  addition,  many  agencies  utilize 

volunteers  for  reading,  friendly  visiting,  shopping  trips,  and  social,  cultural, 

and  reactional  activities  oh  behalf  of  the  blind. 


5.  George  A.  Magers,  "Occupational  Information  and  Career  Planning  for 
Blind  Persons,"  in  Hardy  and  Cull,  Social  and  Rehabilitation  Services,  pp.  275-88. 

6.  Robert  L.  Pogorelc,  "Developing  So^l-^l  Programs  for  Subprofessionals 

and  Volunteers,"  in  Hardy  and  Cull,  Social  and  Rehabilitation^ Services,  pp.  108-14, 
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These  voluntary  agencies  are  an  invaluable  resource  to  the  public  agency 
in  each  State  that  is  responsible  for  administering  the  vocational  rehab-         '    ^  V 
ilitation  program  for  the  blind.     From  these  private  agencies  many  State 
VR  agencies  purchase  setvices  for  their  clientele.    Most  of  the  voluntary  / 
agencies  are  dependent  for  the  survival  and  solvency  upon  the  continued 
capacity  of  the  State  agencies  to  purchase  such  services.     There  is  necessit;y 
for  a  continued-close  cooperative  effort  between  the  public  and  private  agencies,  ^ 
as  no  single  program  can  deliver  all  the  vital  services  required  by  the  blind 
and  the  visually  impaired  for  their  rehavilitation.     At  present  extensive  vo- 
cational rehabilitaiton  services  are  available  to  a  blind  or  a  severely  visually 
impaired  person  in  every  State. ^    While  the  States  vary  in  the  organizational 
structure  and  setting  of  thfe  agency  responsible  for  administering  the  rehab- 
ilitation and  restorative  services  delineated  in  the  Rehabilitation  A^t  of  1973 
and  the  implementing  regulations.      Some  agencies,  particularly  in'  tms^  St^^tes 
where  a  separate  agency  has  been  established  specifically  f,or  the  blind^|fill, 
in  addition,  function  as  the  licensing  agency  for  the  Randol.ph-Sheppard  Vending 

  N 

7.  See  George  A.  Magers.     "States  Agencies  Serving  the  Blind  and  Visually 
Handicapped,"  AAWB  Annual,  1969. 

8.  These  services  for  the  blind  and  the  severely  visually  handicapped 
include:    diagnostic  and  rehabilitation  evaluation  services;  counseling;  physical 
and  mental  restoration,  including  surgery  to  restore^  or  improve  vision;  vocational 
and  other  training  and  books,  tools,  etc.  related  tfo]such  training;  maintenance; 
transportation;  services  to  family  members  when  such  services  and  orientation 

and  mobility  services;  telecommunications,  sensory,  and  other  technological  aids  and 
aid  devices;  recruitment  and  training  to  provide  new  employment  opportunities 
in  rehabilitation,  health,  welfare,  public  safety,  law  enforcement^  and  other 
public  service  fields ;  placement  in  suitable  employment;  post-employment  services; 
occupational  licenses,  tools,  equipment  and  initial  stocks  and  supplies;  and 
such  other  goods  and  services  which  can  reasonably  be  expected  to  enhance 
employability .     Federal  Register,  December  5,  197A. 
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Stand  Program  within  the  States.    The  agency  will  offer  home  teacher  services 
for  the  elderly^or  other  homebound  cases;  some  sort  of  prevention  of  blindness 
program,  usually  directed  toward  children;  and  access  to  the  talking  book 
program  of  the  Library  of  Congress.^  A  number  of  State  agencies  for  the  blind  • 
have  responsibility  in  the  administration  of  the  public  assistance  program  for 
the  blind.     In  some  States,  the  agency  is  responsible  for  the  operation  of 
sheltered  workshops,  and  increasing  numbers  of  State  agencies  are  establishing 
and  operating  comprehensive  rehabilitation  centers.    A  few  agencies  are  involved 
in  special  education,  usually  through  t^e  operation  of  the  State 's- residential 
school  fpr  the  blind. 

In  1965,  37  States  vested  administrative  responsibility  for  the 
rehabilitation  pi:pgram  for  the  blind  in  a  Stat§  agency  or  organization  other 
than  the  generalj  rehabilitation  agency.     Today  only  23  such  ^tate  agencies 
exist.    This  trend  to  place  the  program  for  the  blind  in  the  State  agency  serving 
other  handicapped  people  has  given  rise  to  a  great  division  of  opinion^aa 
to  whether  the  blind  will  benefit  or  receive  poorer  services.     A  conference 
on  future  planning  for  the  blind  held  in  St.  Louis  in  1973  took  the  following 
position: 

Many  State  programs  have  lost  their  identity  and  are  now  a  part 
of  a  multiservice  bureau  that  serves  both  blind^clients  and  those 
with  other  disabilities.     One  fuequent  result  of  such  mergers  is 
that  blind  clients  no  longer  receive  the  close  attention  they  have 
enjoyed  in  the  past,  and  often  the  public  worker  is  not  professionally, 
qualified  to  assist  the  blind  client  specifically  during  his  reha- 
bilitation peiytod.     Thus,  if  better  services  for  blind  and  visually 
impaired  persons  are  to  be  delivered  in  the  decade  of  the  '70's  efforts 
must  be  directed  toward  preserving  and  strengthening  State  agencies 
*^      for  the  blind,  and  recognizing  them  as  specialized  agencies.... 


9.     George  Mallinson  and  Donald  Blasch,  eds. ,  Planning  Services  for  the 
Blind  for  the  Decade  of  the  70 's  (St.  Louis:     1973).  ^ 
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Training,  Job  Opportunities ,  and  Employment  , 

When  the  Smith-Fess  Act  was  approved  in  1920,  blindness  was^  generally 
regarded  as  a  totally  disabling  condition.     Idleness  was  accepted  as  a  . 
necessary  consequence  of  visual  loss.     If  a  blind  person  were  ^Particularly 

f 

gifted  and  ambitious,  it' was  hoped  that  he  might  perhaps  be  put  to  useful 
'emplo3nnent  performing  sgme  tedious  ^  repetitive  fuilcMw^  at  a  sheltered 
workshop.    Vocational  objecti\^s  aimed  toward  a  higher  lev^l  of  productive 
activity  were  dismissed  as  idealistic  and  unrealistic.        Blind  men  and 
women  ^re  today  employed  in  jobs  under  practically  every  category  in  the 
Dictionaiiy  of  Occupational  Titles.     Placement  in  highly  skilled  jobs  calling 
for  considerable  technical  expertise  or  in  the  professions  is  common.     Certain  t 
occupaticrnal  titles  —  vending  stand  operators dictaphone  typists,  switch- 
board  operators darkroom  technicians,  mao^seurs,  broom  makers,  and  mopwinders  — 
continue  to  represent  "traditional"  outlets  for  blind  labor.     The  list  of  " 
"blind  trades,"  hoyever,  is  constantly  beiXg  ^expanded.     The  list  now  includes 
occupations  such  as  computer  programmers  and  service  representatives  for 
public  agencies. 

■i 

Increased  resources  have  made  it  pos&ible  for  workers  for  the  blind  to 
be  increasingly  imaginative  and  more  sophisticated  in  helping  their  clients  to 

r 

establish  vocational ^bjectfives.     The  improvement  of  diagnostic  services  and 
the  development  of  more  refined  evaluative  techniques  have  resulted  in  less 
fl^Efq&nt  resort  to  occupational  titles  traditionally  regarded  as  appropriate 
or^^ly  for  the  blind.     Clients  who  have  successfully  been  rehabilitated  by  agencies 
for  the  blind  are  today  lectulring  in  various  college  classrooms.  Former 
clients  argue  cases  in  open  court  and.  In  some  places,  sit  on  benches  to  decide 

r 

cases. ^^hey  hold  elective  offices  and'^erve  on  the  staffs  of  governmental  agencies 
The  Rehabilitation  Services  Administration  reports  that  in  FY  197A 


10.  Ibid.  - 

11.  Ibid..  C 
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compiled  by  the  American  Printing  House  for  the  Blind,  in  1970  there  were 
12,812  blind  children  attending  the  public  schools  and  7,951  children  enrolled 
in  residential  schools  for  the  blind.     As  to  the  severely  visually  disabled 
children,  two  estimating  ratios  are  generally  accepted  in  establishing  incidence. 
One  ig  that  1  out  gf  every  500  school  children  in  the  United  States  has  a  visual 
impai-rment  severe  enough  to  warrant  special  consideration.     The  other  estimate  is 
that  there  are* approximately^one  and  one-half  times  as  many  severe|.y  visually 
Impaired  persons  as  those  falling  within  the  definition  of  blindness. 

Of  great  concern  is  still  another  group  of  blia^and  severely  visually 
impaired  individua-1^,  those  with  multiple  handicaps.     Suffering  from  severely 
^disabling  conditions  in  addition  to  blindness,   this  group  is  posing  new  problems 
for  the  educator  and  rehabilitation  worker.     As  a  result  of  the  rubella  (german 
njea.sles)  epidemics  of  1963  and  1965,  approximately  30,000  babies  were  seriously 
affected  by  this  seen-ingly  mild  disease.     If  a  woman  has  rubeola  in  the  first 
trimester  of  pregnancy,  her  baby  may  be  borti  deaf,  blind,  deaf-blind,  mentally 
retarded,  or  with  other  severely  limiting  conditions.     It  is  anticipated  that 
thousands  of  blind  and  deaf-blind  children  will  be  applying  for  educational,  ser- 
vices as  a  result  of  the  1963  and  1965  rubella  epidemics.     A  comprehensive  study  of 

multiply  handicapped  blind  youngsters,  covering  all  blind  children  in  California, 

r 

found  that  more  than  50  percent  of  the  1,900  blind  children  in  the  survey  were 
multiply  handicapped.     If  these  data  are  applied  on  a  percentage  basis  across  the 
Nation,   it  soon  becomes  evident  tha&  what  was  thought  to  be  a  sound  educational  g 
program  for  blind  children  in  the  past  will  be  inadequate  for  those  enrolling  for 
educational  service^  in  the  next  several  decades.^ 

The  most  common  traces  of  blindness  in  infants  and  children  are  congenital 
defects  and  injuries,  respectively.     In  adults,   the  most  common  causes  are 


Ibid. 


446 


.430 

29,000  blind  and  visually  handicapped  individuals' were  rehabilitated  at  an 
estimated  cost  of  $51,122,000.    About  8,900  of  these  individuals  are  blind. 
Of  these  8, 900 J  over  1,000  found  jobs  in  a  wide  range  of  professions- 
teaching  psychology,   law,  social  work,  chemistry,  physics,  and  in  managerial 
pursuits.    Two  thousand  or  more  ^re  in  manufacturing  operations  and  over 
2,000  in  service,  sales,  stenographic,  and  clerical  occupations.^    The  balance 
are  tp  workshops,  agriculture,  and  homemaking. 

By  v?ay  of  contrast  and  indicative  of  the  year-by-year  progress,  Magers 
reports  that  prior  to  19A3  fewer  than  1,000  blind  people  in  the  United  States 
moved  into  the  competitive  labor  market  each  year  through  the  State-Federal 
vocational  rehabilitation  program. 

The  increase  in  the  numbers  of  blind  persons  in  schools  of  higher  educa- 
tion is  also  indicative  of  the  expansion  of  work  opportunities  for  the  blind. 
In  1970  about  2,500  blind  persons  were  enrolled  in  over  A50  colleges  anrf  uni- 

f 

versities  throughout  the  country,  majoring  in  almost  every  ©i^Jbject  area 
12 

offered.        Today  almost  twice  that  number  are  enrolled. 

Notwithstanding  the  vastly  expanded  employment  opportunities  for  the 
blind,  agencies  serving  them  must  constantly  dfevote  a  major  portion  of  their 
efforts  to  job  placement.     Negative  attitudes  and  prejudices  toward  the 
employment  of  the  blind  persist.     Changing  these  attitudes  requires  highly 
trained  personnel  and  personal  contact  and  educational  programs  through  all 
available  media.    With  more  sophisticated  technology  in  jobs,  it  is  becoming* 
increasingly  more  important  for  the  rehabilitation  agencies  to  give  their 
counselors  specialized  training  in  placement  and  the  tecltft<^logical  assistance 
of  industrial  engineers,  electrical  engineers,  and  other  professionals. 


12.     See  Magers,  "Occupational  Information, 


ErIc  447 


431 


Of  the  approximately  35,000  persons  estimated  by  the  National  Society 
for  the  Prevention  of  Blindness  who  lose  J:heir  sight  each  year,  it  is  estimated 
that  25  percent  have  excfe^Xlent  potential" for  competitive  employment.. 

In  order  for  the  St^ie  agencies  to  provide  vocational  rehabilitation  ser- 
vices to  the  9,000  persons  who  are  newly  blinded  each  year  and  at  the  same  time 
make  reasonable  inroads  into  the  backlog  of  the  blind  and  the  severely  impTaired 
in  vision  who  also  need  rehabilitation  services,  increases  in  State  and  Fed^al 
appropriations  to  these  agencies  are  required. 
The  Randolph-Sheppard  Program 

The  Randolph-Sheppard  program  offers  one  of  the  major  opportunities  for 
V  managerial  positions  for  the  blind.     More  than  500  blind  people  enter  this 

program  each  year,  and  their  av«age  annual  earnings  are  constantly  rising. 

From  1936,  when, the  Randolph-Sheppard  Act  became  law,   to  1954,  when  the       '  - 
Act  was  first  amended,  the  number  of  vending  stands  increased  from  fewer  than 
>100  to  1,599.     The  1954  amendments,  among  ot^er  things,  cTianged  the  term 
"Federal  buildings"  to  "Federal  properties,"  thereby-  expanding  vending  stand 
opportunities,  and  permitted  the  setting  aside  of  funds  from  the  operation  of 
stands  for  the  purchase,  maintenance,  and  replacement  of  equipment,  management 
services,  and  a  fair  minimum  return  to  operators.  *^ 

Since  19^^J:he  vending  stand  program  has  continued  to  grow  at  a  steady 
pace  on  both  Federal  and  non-Federal  property.     Major  emphasis  has  been^-placed 
by  the  States  on  the  establishment  of  better-equipped  and  more  attractive  stands 
and  on  improvement  of  operating  techniques  which  would  result  in  higher  earnings, 
for  blind  operators.     Table  18-1  reflects  program  growth  in  terms  of  total  number 
of  vending  stands,  operators,  average  net  earnings,  and  gross  sales. 

•  While  initially  t^he  Randolph-Sheppard  Act  was  enacted  for  the  purpose  of 
providing  employment  opportunities  for  the  blind  in  Federar  buildings,  i^s  real  ^ 
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Table  18-1 

Growth  of  the  Randolph-Sheppard  Vending 
Stand  Program 


Total  Number 

Annual  Average 

of 

Total  Number 

Net  Earnings^ 

Years 

Vending  Stands 

Operators 

of  Operators' 

Gross  Sales 

1954 

1,5S9 

1,659 

$2,193 

$21,972,549 

1955 

1,664 

1,721 

2,345 

23,538,907 

iQSfi 

1  797 

1  RHA 

25,849,730 

1961 

2,174 

2,332 

3,900- 

42/)57,385 

1962 

2,257 

2,425 

4,140 

45,737,979 

1963 

2,365 

2,542 

4,392 

49,512,287  - 

1964 

2,442 

2,641 

A,.452 

53,916,331 

1971 

3,142 

3,452 

6,516  . 

101,304,773 

1972 

3,229 

3,583 

6,996 

109,847,028 

1973 

3,306 

3,636 

7,428 

119,350,995 

1974 

3,377 

3,698 

8,076 

133,721,276  , 

Source:     For  data  to  1964,  Jennings  Randolph,  "The  Story  of  the  Randolph*^ 

Sheppard  Act,"  In  AAWB  Annual,  1965;  later  years  from  Rehabilitation 
Services  Administration. 


expansion  has  resulted  from  establishments  on. State  and  private  property. 
FY  1974  data  reveal  that  while  891  (23  percent)  of  the  total  number  of  vending 
stands  are  located  on  Federal  property,  the  remaining  2,486  locations  are  on  ^ 
State,  city  and  private  property. 

In  1974  the  Randolph-Sheppard  Act  was  again  amended,  with  the  Congressional 
declaratipn  of  purpose^that  "The  potential  exists  for  doubling  the  sj^imbeii^of 
blind  operators  on  Federal  and  other  property  under  the  Randolph-SKeppard  program 
within  the  next  f ive_years. . . . "    The  amendments' give  priority  (rather  than 
preference)  to  blind  vendors  on  Federal  property;  require  that  after  January  1, 
1975  all  buildings,  owned,  leased,  occupied,  or  renovated  include  satisfactory 
sites  for  a  blind  vending  facility;  require  the  assignaaent  to  the  stand  operator 
of  100  percent  of  vending  machine  Income  from  machines  in  direct  competition  to 
the  operator.     They  also  provide  for  uniform  and  effective  training  to  blind 
individuals  and  upward  mobility  training  and  follow-along  services  to  trainees; 
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direct  studies  pertaining  to  aet-aside  f^inds,  retirement,  and  health  insurance 

for  blind  licensees, and  methods  of  assigning  vending  machine  income;  promulgation 

of  uniform  regulations  by  the  Rehabilitation  Services'^Administration  for  State 

licensing  agencies  on  such  matters  as  accounting  procedures,  set-asid§  fufid 

control  and  the  establishment  of  new  vending  facilities;  and  authorization  for 

aggrieved  blind  licensees  of  the  right  to  full  evidentiary  hearings  and  pre- 

J 

scribing  procedures  relative  thereto.  s 

Workshop  Employment  ■  \  , 

Sheltered  worksjfiops  for  thia  blind  were  the  spearhead  for  employment  oppor-- 

tunities  for  blind  persons  in  the  United  States.     The  first  such  workshop  was 

■ 

established  In  1840  in  Massachusetts  to  provide  employment  to ^graduates  of  the 
Perkins  School  for  the  Blind,  on  whose  grounds  the  workshop  was  established. 
Later  the- workshop  was  separated  from  the  school.     For  years  sheltered  workshops 
were  the  main  avenues 'of  employment  for  the^  blind  and  in  some  coimnunitles  the 
sole  opportunity  for  efmployment.    While  todfey  emplojnnent  opportunities  for  the 
blind  are  open  in  almost  every  field  of  work,  there  is  still  need  for  the 
sheltered  workshop,  both  in*  the  rehabilitation  process  and  aQ  a  source  of 
remunerative  Employment  for  many  blind  people  Who  otherwise  will  remain  unem-  ' 
ployed. 

There  are  30,000  to  40,000  bliad  persons  in  the  United  States  who  could 

13 

benefit  from  workshop  services.        Many  of  these  people  in  addition  to  being 
blind  have  been  furtfler  disabled  by  cerebrovascular  and  cardiovascular  acc^identSj 
cerebral  palsy,  mental  retardation,  mental  or  emotional  illness,  deafness  or 

 L  

13.     Harold  Rich teyman.  Sen/ices  to  the  Blind;    A  Community  Concern, 
Eleventh  Institute  on  Rehabilitation  Services  (DREW) . 
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severe  hearing  loss,  diabetes,  orthopedic  disorders,  fnciuding  amputations, 

tuberculosis,  alcoholism,  drug  addiction,  and  dther  disorders.     Only  about 

r 

5,000  such  blind  individuals  are  currently  receiving  the  rehabilitation  and 
employment  services  which  the  sheltered  workshops  have  to  offer,  and  these 
blind  people  are  principally  in  the  87  workshops  (in  36  States)  affiliated 
with  the  National*  Industries  for  the  Blind.     Workshops  for  the  blind,  like 
those  for  other  disabled  people,  have  been  supported  over  tJ^f^^^rs  through 
voluntary  contributions  and*<frtiilanth^pp»Jtc  bequests.     They  have  been  strained 
to  their  financial  limits  and  cannot,^  without  direct  public  support,  meet 
current  needs.     Further  discussion  of  workshops  is  contained  in  our  chapter 
on  Rehabilitation  Facilities. 
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THE  AGING  BLIND  AND  THEIR  NEED  FOR  SERVICES 
As  noted  earlier,  persons  55  years  of  age  and  over  who  are  T)lind  or  who 
have  severe  visual  limitations'  constitute  at  least  60  percent  of  the  approxi- 
mately 1,500,000  Americans  without  sight  or  with  vision  loss  that  functionally 
approaches  the  legal  definition  of  blindness.     Little  seems  to  be  done  to  help 
fthis  group  of  people  reacb  a  status  of  self-care.     To  attain  this  status  they 
need  a  variety  of  rehabilitation  services,  prefetrably  as  sight  is  failing  and 
not  when^ total  loss  occurs,  among  which  are  the  following: 

1.  Rehabilitation  Teaching  or  "Home  Teaching"  Service  -  the  teaching  of 
tfte  basic  fundamentals  of  mapaglng  common  skills  of  daily  giving  vrLthout  eye-, 
sight  or  with  impaired  eyesight.     It  encompasses  specific  and  identifiable 
teaching  techniques  and  skills  to  assist  the  blind  and  visually  handicapped 
individual  in  developing  personal  independence,  manual  dexterity,  skills  in 
communication  including  teaching  braille  to  those  who  are  ready,  for  it,  home 
orientation,  home  management,  general  self-management,  and  when  possible  the 
working  out  of  unique  and  original  methods  of  performing  without  sight  (or  with 
limited  sight)  activities,  necessary  to  the  particular  individual's  well-being 

which  are  special  and  peculiar  to  his  case. 

/  '  '  ' 

2.  Orientation  and  Mobility  services  -  the  teaching  of  methods  of  inde- 
pendent travel  on  foot  x^thout  sight  or  with  impaired  sight.     Mobility  In  th±& 
context  is  the  act  of  movltjg,  and  orientation  is  awareneos  of  pertinent  factors 
in  the  environment  which  enable  the  person  with  partial  or  total  impairment  of 
sight  to  reacts  move,  and  travel  in  a  safe,  appropriate,  and  purposeful  manner. 
Teaching  of  these  skills  encompasses  both  the  immediate  3ind  personal  surroundings 
of  the  blind  individual  and  ranges  out  as  far  as  his  activities  and  interests 
may  be  expected'  to  require  him  to  go.     It  separates  this  particular  area  of 

self --management  without  sight  from  rehabilitation  teaching  services,  except  for 
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limited  home  orientation,  which  is  sometimes  given  by  the  rehabilitation  ser- 
vices tea^cher.    Accepted  orientation  and  mobility  services  may  be  based  on  use 
of  dog  guides  or  on  the  special ^technique  based  on  manipulation  of  the  cane, 
•known  by  various  na^es,  sometimes  the  Hoover '^or  HinBs  method,  and  sometimes 
termed  peripatology .    Certain  electronic  devices  for  detecting  obstacles  have 
cotne  into  existence  recently  and  are  presently  under  development?  these  require 
a  third  method  of  use  and  instruction  if  they  are  preferred. 

The  greatest  loss  a  blind  person  experiences  is  mobility;  freedom  of 
movement  from  place  to  place,  the  ability  to  go  from-^here  to  tfiere  unhampered 
by  not  seeing.    The  Rehabilitation  Services  Administration  estimates  that  there 
are  "probably  100,000  blind  persons  in  this  country  today  who  could  profit  from 
a  modicum  of  travel  instruction  plus  some  training  in  activities  of  daily 
living.    These  services^  alone  could  mean  the  difference  between  continuance  in 
the  family  constellation  and  custodial  care.** 

3,    Supportive  seirvices  such  as:     housekeeper  and  homemaker  services;  social 
adjustment  services — the  identification  anji  utilization  ;of  educational,  recreational 
and  other  resources  leading  to  community  participation  and  the  breaking  out  from 
a  life  of  loneliness  and  isolation;  housing  seirvices;  individual  and  family 

V 

counseling;  domiciliary  care;  protective  services;  and  guide  and  reader  services. 

The  above  services  would  not  only  make  it  possible  for  thq^e  older  persons 
who  are  blind  or  who  have  impaired  vision  to  live  productive  and  more  satisfying  . 
lives,  but  additionally  would  in  many  case?  eliminate  or  reduce  institutional 
costs.     In  most  nursing  home  facilities,  care  for  blind  patients  is  considerably 
more  expensive  than  services^rendered  to  sighted  patients  in  the  same  facility. 
The  ii^rease<iP^ost  is  based  upon  the  assumption  that  all  blind  patients  need  to 
be  led  around,  to  be  given  intense  assistance  in  coping  with  routine  activities," 
and,  in  the  majority  of  cases,  to  be  fed  by  attendants.    Recently  this  assumption 
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has  been  brought  into  que'fetion  by  a  project  conducted  by  the  Minneapolis  Society 
for  the  Blind  which  had  as  its  objective  the  closing  of  a  segregated  home  for 
the  blind  and  training  the  residents  to  get  along  in  nonsegregated  environments. 
The  project  appears  to  have  been  successful  in  realizing  its  objective,  and  is 

enhancing  the  positive  attitude  of  blind  residents,  who  now  seem  much  happier  in 

^  14  ' 

their  new  environments  and  new  found  independence. 


In  regard  to  blind  persons  in  institutions,  m^ny  of  whom  are  elderly, 
MacFarland  states: 

There  are  literally  thousands  of  blind  persons  who  are  now  being  held 
in  mental  institutions  and  in  facilities  for  the  mentally  retarded. 
With  the  provision  of  good  diagnostic  evaluation,  plus  a  modicum  of, 
self-help  and  self-care  training,  most  of  these  persons  could  return 
^Mo  living  arrangements  with  their  families  and  in  certain  instances 
might  even  be  trainable  for  self-support . in  a  workshop  or  other  employ- 
ment situation.     The  techniques  for  dealing  with  this  pitiful  dilemma 
are  well  established.     In  facilities  for  the  custodial  care  of  the  mentally 
retarded  as  well  as  in  'hospitals  for  the  chronically  disabled,  ^only  a 
few  efforts  have  been  made  to  identify  blind  persons  who  may  be  under 
custodial  care  without  any  reasonable  basis  other  than  that  the  person 
is  blind,  has  been  committed,  and  there  is  no  one  willing  to  take  the 
responsibility  for  his  release.     Preliminary  infona^tion  brought  to  the  • 
attention  of  the  Rehabilitation  Services  Administration  is  sufficient 
to  indicate  that  there  are  eight  to  ten  thousand  persons  now  so  incarcer- 
ated.    These  persons  need  all  services  to  prepare  for  self-help  and 
self-care,  recreational  services,  and  other  services.     There  is  a  great 
need  for  the  establishment  of  teams  to  yisit  institutions  in  question, 
identify  blind  persons  now  being  retained  by  these  institutions,  assess 
their  mental  and  physical  capacities,  and  recommend  an  action  program 
\,{Jiich  can  be  put  into  effect. 


14.    MacFarland,   "Social  Services  and  Blindness." 
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Foremost  among  the  multiply  handicapped  who  require  extra  and  special 
services  for  their  education  and  rehabilitation  are  those  persons  who  are 

r 

both  deaf  and  blind.     The  National  Center  for  Deaf-Blind  Youths' and  Adults, 
originally  authorized  by  the  1967  amendments  to  the  Vocational  Rehabilitation 
'  Act  and  now  operating  under  authorization  of  the  Rehabilitation  Act  of  1973, 
is  organizing  and  conducting  a  program^ to  provide  essential  rehabilitation 
services  to  deaf-blind  youth  and  adults  throughout  the  country,    A  separate 
program,  administered  by  the  Bureau  of  Education  for  the  Handicapped,  U.S. 
Office  of  Education,  serves  deaf-blind  children  throughout  the  nation. 
Development  of  Services  for  the  Deaf-Blind 

The  education  of  deaf -blind  children  is  generally  considered  the  beginning 
pc51nt  of  organized  services  for  the  deaf-blind.     In  1837  Laura  Bridgman,  a 
seven-year-old  deaf -blind  child,  was  admitted  to  the  Perkins  School  for  the 
Blind,  then  known  as  the  Perkins  Institution  for  the  Blind,  in  Water  town, 
Mass.     The  fact  that  this  child,  who  was  totally  d^&af  and^j^ac?tically  blind  since 

shortly  after  the  age  of  2  years,  was  able  to  learn  to  read,  to  communicate — 

I 

though  she  never  acquired  the  ability  to  speak — and  to  develop  intellectually 
created  a  great  deal  of  interest  among  educators  and  writers. 

About  half  a  century  later,  Helen  Keller  was  admitted  to  Perkins  at  the 
age  of  eight,  after  her  moth^  had  read  about  the  work  with  Laura  Bridgman  in 
Dickens'  American  Notes.     Helen,  who  had  become  totally  deaf  and  blind  as  a 
result  of  an  illness  contracted  at  18  ^onths>  had  been  , trained  and  tutored  for. 
some  yeagrs  prior  to  her  admission  to  Perkings  by  Anne  Sullivan,  a  former  student 


15.     Unless  otherwise  indicated,  datsf  in  this  section  are  from  Harry  J, 
Spar,  "The  Deaf-Blind,"  in  James  F.  Garrett  and  .Edna  S.  Levine,  eds. ,  Reha- 
bilitation Practices  with  the  Physically  Disabled  (New  York:  Columbia 
Univ^ersity  Press,  1973),  pp.  497-52A. 
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at  Perkins  who  had  a  major  visual  handicap  all  her  life.     The  lectures  and 

V 

writings  of  Helen  Keller  brought  her  to  the  attention  of  persons  of  influence 
throughout  the  world.     Other  deaf-blind  persons,  not  as  well  known  as  Laura 
Bridgman  and  Helen  Keller,  were  also  demonstrating  that  deafness  and  blindne^ 
need  not  constitute  a  barrier  to  useful  and  productive  living. 

Several  schools  for  the  blind  in  the  United,,,Stfates  opened  special  depart- 
ments  for  deaf-blind  children.     But  until  recent  years,  the  education  of  deaf- 
blind  children  in  these  institutions  tended  to  be  reserved  for  the  most  promis- 
ing and  to  focus  on  the  development  of  scholastic  attainments  rather  than  on  the 
practical  skills  of  self-care,  social  intercourse,  and  vocational  preparation. 

However,  with  the  development  of  rehabilita.tion  services  for  deaf-blind 
persons,  educators  came  to  recognize  that^ Successful  living  as  a  deaf-blind 
person  does  not  necessarily  correlate  with  academic  achievement  and  need  not 
be  limited  to  the  intellectually  gifted.     Even  if  a  deaf-blind  person  is  not 
able  to  read,  to  write,   to  compute,  or  to  perform  any  academic  activity  above 
a  very  basic  level,  he  can  still  be  a  helping  member  of  his  family,  engage  in 
remunerative  employment,  and  accomplish  many  of  the  objectives  af  his  non- 
handicapped  peers  if  he  is  able  to  care  for  himself,  relate  to  others,  perform 
manual  work  tasks,  and  maintain  acceptable  work  discipline.     Wi^h  this  real- 
ization came  the  recognition  that  many  more  deaf-blind  children  than  had  been 
supposed  could  benefit  from  properly  designed  and  properly  administered  edu- 
cational programs.     Recognition  of  this  fact  was  strengthened  by  the  increase 
in  the  number  of  multihandicapj^ed  deaf-blind  children  that  resulted  primarily 
from  the  1963-6^  rubella  epid^emic.     Responding  to  the  need  for  expanded  edu- 
cational services  for  such  children.  Title  VI  of  the  Elementary  and  Secondary 
Education  Act  was  amended  in  1968  to  establish  model  centers  for  deaf-blind 
^  children.  -  \. 
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In  regard  to  deaf-blind  adults,  over  the  years  there  have  been  a  few 
small  islands  of  services  for  such  persons  throughout  the  United  States, 
Usually,  the  services  weremotivated  and  sustained  by  a  desire  to  serve  a 
few  deaf-blind  individuals  in  the  sheltered  workshops  of  particular  agencies 

i 

for  the  blind.    When  the .deaf-blind  clients  would  retire  or  for  some  other 
reason  withdraw  from  the  labor  market,   the  services  that  had  been  built 
around  them  were  generally  discontinued. 

An  outstanding  exception  is  the  Industrial  Home  for  the  Blind  in  New 
York,  which  has  provided  specialized  continuous  services  for  deaf-blind 
adults-  for  over  50  years.     In  19A5  these  services  were  organized  into  a  formal 
rehabilitation  program  for  the  deaf-blind,  and  in  1962,  as  a  result  of  regional 
research  and  demonstration  projects,  they  were  greatly  intensified '^and  ex- 
panded to  reach  deaf-blind  persons,  mainly  within  the  15  northeastern  and 
central  eastern  States.    Prior  to  1962,   the  specialized  services  for  deaf-blind 
adults  offered  at  the  Industrial  Home  for  the  Blind  were  designed  to  enable 
the  deaf-blind  clients  of  the  State  rehabilitation  agency  to  make  maxi- 
mum use  of  the  services  that  the  agency  provided  for  its  hearing-blind  clientele, 

With  few  exceptions,  it  was  found  to  be  impracticable  to  serve  deaf-blind 
children  or  deaf-blind  adults  through  services  for  the  deaf.  Understandably, 
workers  witrh  the  deaf  center  d^eir  educational,  rehabilitation,  and  employment 
efforts  on  the  sense  of  sight.     This  being  the  case,  a  person  who  is  blind  as 
well  as  deaf 'can  seldom       satisfactorily  served  in  settings  designed^for  deaf 
persons  who  can  see. 

The  experience  of  the  Industrial  Home  for  the  Blind  has  demonstrated  that 
certain  deaf-blind  persons  can  make  good  use  of *  many  of  the  services  designed 
for  hearing-blind  persons.     Examples  are  training  in  suitable  methods  of 
communication  and  special  instruction  in  physical  orientation  and  independent 
mobility,     However,  integration  of  the  deaf -blind  with  the  hearing-blind  could 
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not  be  easily  accomplished  and  often  was,  in  fact,  virtually  impossible  to 
achieve.    With  reluctance,  it  was  concluded  that  separate  residential  accommo- 
dations,  separate  recreational  programs,  and  a  number  of  separate  rehabilitation 
evaluation  and  training  services  were  required  to  achieve  maximum  rehabilitation 
for  most  deaf-blind  persons.     For  the  few  who  were  free  from  any  major  handicap 
other  than  deafness  and  blindness  and  possessed  good  mental , capacity  and  high 
motivation,  integration  with  their  hearing-blind  peers  was  possible,  and  in  some 

Si 

case  integration  with  their  nonhandicappe^  peers  as  well. 

As  indicated  earlier,  the  1967-  amendments  to  the  Vocational  Rehabilitation 

Act  authorized  the  establishment  of  the  National  Center  for  Deaf-Blind  Youths 

and  Adults.     Based  on  proposals  submitted  by  organizations  interested  in 

operating  the  Center,* the  Industrial  Home  for  the  Blind  was  selected  to  operate 

♦ 

the  National  Center  under  an  agreement  with  the  Department  of  Healthy  Education, 
and  Welfare. 

The  National  Center  for  Deaf-Blind  Youths  and  Adults  was  created  to: 

1.  Demonstrate  methods  of:     providing  the  specialized  intensive  services 
and  other  services  needed  to  rehabilitate  handicapped  individuals  who  are  daaf 
and  blind;  and  training  the  professional  and  allied  personnel  needed  to  staff 
facilities  specifically  designed  to  provide  such  services. 

2.  Conduct  research  in  the  problems  of  rehabilitating  deaf-blind  individual; 
and  ways  of  solving  ttitese  problems;  and/or  to  improve  the  services  for  or  help 
improve  public  understanding  of  the  problems  of  deaf-blind  individuals."^^ 

I   16.     Rehabilitation  Act  of  1973,  Public  Law,  93-112. 
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Definition  and  Enumeration  of  the  Deaf-Blind 

A  major  problem  in  the  effort  to  identify  the  deaf-blind  population  lies 
in  the  fact  that  there  is  not  as  yet  any  common  accord  as  to  what  constitutes 
deaf-blindness.     In  an  agreement  between  the  Department  of  Health,  Education, 
and  Welfare  and  .ithe  Industrial  Home  for  the  Blind  in  connection  with  the 
operation  of  the  National  Center  for  Deaf-Blind  Youths  and  Adults,  "Deaf-Blind' 
and  "Deaf  and  Blind"  persons  are  designated  as  those  "who  have  substantial 
visual  and  hearing  looses  such  that  the  combination  of  the  two  causes  extreme 
difficulty  in  learning."    This  designation  encompasses  a  fairly  broad  group  of 
visually  and  auditorily  impaired  individuals.     The  size  of  the  group  c^ri  be 
significantly  affected  by  subjective  interpretation  of  "extreme  difficulty  in 
learning"  as  well  as  by  the  influence  of  mental  ability,  motivation,  and  other 
factors  which  are  extraneous  to  the  degree  of  visual  and  auditory  losses 
involved.  ^However,  the  designation  provides  practical  parameters  in  which  to 
develop  a  simple,  objective,  and  restrictive  definition  of  deaf-blind,  with 
room  for  exceptions  to  the  restrictions  where  clearly  warranted  in  individual 
cases,  and  with  a  basis  for  giving  priority    attentiop  to^ those  most  severely 
handicapped  by  visual  and  auditory  losees  who  are  least  likely  to  receive  any 
services -^from  local  resources. 

The  National  Center  currently  employs  a  restrictive. definition  of  "deaf- 
•blindness."  ^ 

Blindness  is  defined  as  central  visual  acuity  of  20/200  or  les/ 
in  the  better  eye  with  correcting  glasses,  or  central  visual  acuity 
of  more  than  20/200  if  there  is  a  field  defect  such  that  the  pe- 
ripheral field  has  been  contracted  to  an  extent  that  the  widest 
diameter  of  visual  field  subtends  an  angular  distance  no  greater 
than  20  degrees  ,  and  deafness  is  defined  as  a  chronic  impairment  of 
hearing  so  severe  that  most  speeoh  cannot  be  understood,  even  with 
optimum  amplification. 
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In  recent  years,  the  increased  incidence  of  brain  damage  accompanying 
deaf-blindness  has  pointed  up  the  need  for  adding  a  specified  decibel  loss 
within  the  speech  range  to  the  definition  of  deafness  to  help  assure  that  the 

•  '  Ji- 

/ 

inability  to  understand  most  speech  results  primarily  from  a  major  hearing 
loss  rather  than  from  mental  deficiency.     Particular  care  must  be  taken  to 
avoid  dissipating  resources  being  developed  for  the  rehabilitation  of""  deaf-  " 
blind  persons  through  misapplication  to  persons  with  cotmnunicatio  difficulties 
who  are  not  deaf  and  who  might  be  more  effectively  served  \n  programs  specifi- 
cally designed  to  meet  the  problems  related  to  their  particular  handicaps! 

Problems  of  definition  inevitably  create  problems  of  enumeration.  Testi- 
fying before  a  select  Committee  of  the  House  df  Reptesentatives  on  July  18, 
1967,  Peter  J.  Salmon,  administrative  vice  president  of  the  Industrial  Home 
for  the  Blind  and  director  of  the  National  Center  for  Deaf-Blind  Youths  and 
Adults,  summed  up  the  situation  as  follows: 

We  do  not  know  how  many  deaf-blind  people  there  are  in  the  United  States, 
and  we  never  will  know  until  service  is  available  to  them.  Estimates 
of  the  numbers  seem  to  center  around  4,000  or  5,000;  but  we  dare  say 
that  there  may  be  twice  as  many  as  this  . 

One  of  the  problems  of  recent  origin  which  will  have  market  *^£fect 
on  the  deaf-blind  population  in  the  immediate  future  is  the  impact 
of  the  epidemic  of  German  measles  of  1964  and  1965.     This  brings  a 
factor  into  the  picture  which  is  completely  new,  and  one  which  h£s  \ 
given  great  concern  to  those  interested  in  the  education  of  deaf-blind  I 
children.     Those  of  us  who  are  primarily  concerned  with  rehabili- 
tation aspects  will  need  to  plan  for  the  rehabilitation  of  these 
children  in  the  immediate  years  ahead4 

Program  Propress 

The  National  Center  for  Deaf-BJ.ind  Youths  and  Adults  has  made  considerable 
progress  since  the  initiation  of  its  operations  on  June  24,  1969.     It  is  now 
housed  in  a  former  warehouse  in  New  Hyde  Park,  N.Y.  about  25  miles  from  mid- 
Manhattan  and  will  remain  in  this  temporary  facility  until  completion  of  con- 


id 

ERIC 


44A 


struction  of  its  permanent  quarters,  anticipated  to  be  ready  for  occupancy 

about  October  1,  1975.    The  Congress  appropriated  $7,500,000  for  construction 

and  equipping  of  the  permanent  facility. 

The  temporary  facility  of  the  National  Center  cannot  accommodate  enough 

of  the  equipment  required  for  the  medical,  indistrial  arts,  homemaking,  and 

certain  other  services  involved  in  rehabilitation,  evaluation,  and  training. 

Therefore,  some  of  these  services  are  provided  at  the  Industrial .Home  for  the 

Blind  (IHB)  Rehabilitation  Center,  less  than  a  mile  from  the  National  Center. 

I 

These  services  are  purchased  at  below  cost  for  the  clients  of  the  National 

Center  by  their  sponsoring  agencies.     No  charge  is  presently  made  for  any  ser- 

17 

vice  provided  directly  by  the  National  Center. 

Comprehensive  rehabilitation  'evaluation  and  training  services  can  be 
provided  at  the  temporary  facility  df  the  National  Center,  supplemented  by 
the  Industrial  Home's  Rehabilitation  Center,   for  approximately  18  clients  at 
any  one  time.     The  exact  number  of^clients  that  can  be  served  varies  somewhat 
according  to  the  composition  of  the  client  group,  since  more  capable  clients 
are  able  to  make  greater  use  of  IHB  facilities  than  those  who  require  pro- 
tracted use  of  less  complex  activities  of  the  type  that  can  be  provided  at 
the  National  Center  facility.  \ 

Since  March  1970,  the  National  Center  has  opened  five  regional  offices  in 
Glendale,  Calif.,  Atlanta,  Chicago,  Philadelphia,  and  Dallas.     Since  its 
inception  on  June  2A,  1969,  the  total  numbe^r  of  clients  served*  by  the  National 
Center  is  732.    During  the  197A  calendar  year,  A96  clients  received  services, 
129  v/ere  served  b^  headquarters*  personnel  and  A32  were  served  by  four  regional 
representatives,  including  65  who  were  served  by  both  headquarters  personnel 
and  regional  representat iveH.  *  ^ 


17.     National  Center  for  Deaf-Blind  Youths  and  Adults,  Reports  of  Progress 
January  1,  -  December  31,   197A  CRSA,  DHEW; . 
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Of  36  persons  in  the  tenter  in  197A,  19  completed  their  training;  4  were  • 
^placed  in  competitive  employment;  3  were  placed  in  sheltered  workshops;  2 
returned  to  college;  1  started  college;  1  was  placed  in  on-the-job  training 
in  a  paraprofessional  position;  1  reassumed  responsibilities  as  a  homemaker; 
1  is  working  in  a  family  business;  1  returned  to  a  professional  position;  2 
are  awaiting  placement  in  sheltered  workshops;  2  are  awaiting  placement  in 
competitive  employment;  and  1  withdrew.    Twenty-one  applicants  were  being 
processed  at  the  end  of  the  197A  year  for  possible  ^rollment  at  the  National 
Center,  and  17  of  the  197A  enrollees  were  carried  over  into  1975."^^ 

In  addition  to  the  direct  services  provided  to  clients,  the  Center  con- 
ducted an  extensive  community  education  program;  provided  consultation^to  a 
variety  of  local,  State,  regional,  and  national  agencies  concerned  with  the 
deaf-blind;  conducted  research  independently  and  in  cooperation  with  the 
National  Aeronautics  and  Space  Administration  and  International  Business 
Machines  on  new  equipment  and  new  methods  to  advance /and  facilitate  rehab- 
ilitation of  the  deaf-blind;  and  conducted  training  programs  for  workers  in  ' 
agencies  for  the  blind  and  agencies  for  the  deaf  to  develop  greater  skill  in 
working  with  their  deaf-blind  clients.     Over  100  staff  members  of  these 
agencies  from  36  States,  the  District  of  Columbia,  and  the  Virgin  Islands 
have  attended  ^he'Be  one-week  .  training  courses.    Trainees  have  come  from  many 
fields— counseling,  education,  sdcial  work,  psychology,  nursing,  rehabilitation, 
adult^education,  and  the  teaching  of  braille  and  language  arts."^^ 

o 

There  is  a  close  working  relationship  between  the  center  and  the  education 
program  for  the  children  who  are  deaf-blind  to  provide  among  other  things,  fo*r 

18l  Ibid. 
19.  Ibid. 
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ready  transition  into  the  Center's  (program  of  those  children  who,  upon ^ 
^  completi^on  of  their  educational  programs,  will  require  the  Center's  services. 
VJe  cite  that  at  some  length  to  make  several  key  points.     There  is 
probably  little  debate  that  the  deaf-blind  are  among  the  most  severely  handi- 
-capped.     Yet,  in  this  program  and  in  some  of  the  State  Blind  Agency  programs 
such  as  New  Jersey's,  persons  are  being  brought  up  to  their  potential  by  reha- 
bilitation.   The  professionals  rush  for  breakthroughs  in  technology  to  make 
the  job  easier,  and  with  ifi^enuity  they  are  developing  means  to  get  services 
across.     But  such  services  are  expensive.     And  that  too  is  an  importaift  point 
we  make  over  and  over.     It  is  not  limits  in  the  people,  it  is  not  even  limits 
in  knowledge;  it  is  the  limitation  of  resources  which  creates  the  unmet  needs. 
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REHABILITATION  OF  THE  DEAF 
>  * 
As  noted  earlier,  there  is  not  much  reliable  information  on  a  national 

scale  on  our  disabled  populatl  on  and  even  less  on  particular  d isabl 1 i t ies 

and  the  charabterlst Ics  of  people  with  a  given  disability.     This  is  not  true 

of  the  deaf.  ^  *  ' 

A  census  of  the  deaf   (National  Census  ^ the  Deaf  Population)  was  under- 

taken  in  1970  to  determine  the  size,  distribution,  and  principal  demo-  ^ 

graphic,  educational,  and  vocational  characteristics  of  the  deaf  population. 

It  was  financed  in  large  part  by  a  grant  awarded  in, 1969  to  the  National  Asso- 

elation  of  the  Deaf  by  the  Soci^al  and  Rehabilitation  Service  of  the  Department 

of  Health,  Education,  and  Welfare.     The  Deafness  Research  and  Training  Center 

at  New  York  University  was  responsible  for  the  technical  aspects  of  the  fltudv, 

A  number  of  professional,  religious,  and  social  organizations  concerned 

with  the  deaf  formally  sponsored  the  census  and  the  National  Center  for  Health 

Statistics  and  the  Annual  Survey  of  Hearing  Impaired  Children  and  Youth 

provided  valuable  assistance.     The  resulting  report,  "The  Deaf  Population  of 

-the  United  States,"  was  published  in  'l97A.     The  section  below  on  salient 

characteristics  of  the  deaf  relies  primarily  on  the  data  and  findings  in  that 

1  " 

report.  ^ 

SALIENT  CHARACTERISTICS 
There  is  no  legal  definition  of  deafness  and   there  are  many  ways  to  define 
it.     Each  of  the  many  different  definitions  reflects  in  large  part  the  partic- 
ular  interests  of  the  professional  discipline  using  it.'    For  example,  precise 

1.     Jerome  D.  Schein  and  Marcus  T.  Delk,  Jr.,  The  Deaf  Population  of  the 
United  States  (New  York:  Deafness  Research  and  Training  Center,  197A)  .  The 
full  report  should  be  examined  for  furtb'^*-  details  on  characteristics  of  the 
deaf  population,  e.g.,  variations  by  sex  and  race,  marital  status,  housing,  etc 
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measuremeats  are  needed  in  the  field  of  audiology.    The  definition  selected 
by  the  National  Census  of  the  Deaf  Population  (NCDP)  is  a  broad  specifica- 
tion, significant  and  meaningful  in  education,  rehabilitation, ^sociology, 
and  psychology.     This  paper,  therefore,  adopts  that  definition:  ''Eeafness 
is  the  inab ili ty  to  hear  anil  understand  speech . " 

"Unlike  definitions  of  blindness,  definitions  of  deafness  have  tended 
to  take  the  age  at  which  the  loss  occurred  into  account.     The  reason  probably 
involves  the  fact  that  the  earlier  hearing  is  lost  the  pnore  severe  *re  the 
consequences  to  speech  and  language  development.     Persons  who  become  deaf 
after  developiftg  speech  usually  retain  it,  while  prelingually  deaf  children 
have  great  difficulty  acauiring  speech.     Language  development  also  is  more 
seriously  disrupted  by  early  childhood  deafness  than  by  deafness  occurring 
in  teenage." 

The  NCDP  focused  on  the  extreme  end  of  the  hearing  impairment  continuum— 

a  grDup  it  labeled  prevocationally  deaf.     This  group  consists  of  persons 

"Who  could  not  hear  and  understand  speech  and  who  had  lost   (or  never  had) 

that  ability  prior  to  19  years  of  age."  f 

^  The  prevocationally^eaf  number  over  A00,000.    These  are  the  most 

seriously  handicapped  among  the  1.8  million  deaf  population,  but  the  deaf 

as  such,  regardless  of  age  at  onset,  are  the  most  seriously  handicapped 

2 

among  the  13,A00,000  people  who  have  impaired  hearing. 

Tabli^s  19-1  and  19-2  show  the  size  of  the  problem  of  hearing  impairment 
among  the  regions  af  the  ctduntry  and  the  age  distribution  of  the  prevocationally 
deaf.  .  ' 


2.     The  National  Census  of  the  Deaf  Population  (NCDP),  did  not  include 
data  on  the  institutionalized  population. 
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Table  19-1 


Distribution  of  Hearing- Impaired  Population 
By  Regions:    United  States,  1971 


opulation 


Hearing 
Impaired 


Deaf 


Prevocationally 
Deaf 


United  Sti 
Northeast 
North 
South 
West 


13,362,842 
2,891,380 
3,683,226 
4,280,177 
2,508,059 


1,76'7,046 
337,022 

:  541,465 
562,756 
325,803 


410,522 
83,909 
135,653 
123,260 
67,700 


Rate  per  lOOjOOO  Population 


Unibpd  States 

6,603 

873 

203 

Northeast 

5,977 

697 

173 

North  Central  ' 

6,563 

965 

242 

South 

6,807 

895 

196 

West 

7,170 

931 

194 

Note:    The  number  by  state 

for  the  deaf 

ranged  in  1971 

c 

from  2,664  (of 

whom  553  were  prevocationally  de^f)  in, Alaska  to  1&5,708  (with 
38,  595- prevocationally  <Jeaf)  in  California. 


S6urce:    National  .Census  of  th6  Deaf  Population 
« 

Table  19-2 


Prevalence  and  Prevalence  Rates  for  Prevocational  Deafness 
in  the  Civilian  Noninstitutidnalized  Population,  by  Age:     United  States,  1971 


Age 

All  ages 
Under  6 
6  ^o  16 
17  t6  26 
25  to  44  ■ 
45  to  64 
65  and  o^er 


Number 

410,522 
8,07r 
86,278 
46,154' 
56,865 
93,8i39 

119,315 


Rate  per 
JLOO.OOO  Populatipn 

203 
38 
191, 
169 
119 
225 
617 


Source:     See  Table  19-1. 


.  / 


It  should  be  noted  that  prevalence  rates  were  higher  in  the  6-to-16  and 
17-to-24  age  groups  than  they  were  in  the  25-J;ot^^  age  group.  '  This  wfll  mean 
an  upsurge  in  demand  on  both  secondary  and*  post-secondary  Educational  pro- 
grams and  on  vocational  rehabilitation  agenries  in  the  next  few  years. 
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One  out  of  eve.r^  three  deaf  people  has  a  disabili :y  in  £dditior.  to 
deafness.     The  effects  of  the  second  disability,  which  ?iay  in  itsal-f  be 
mild,  are  often  compounded  because  of  the  problem  of  c^CTnunication .  For 
example,  most  professionals,  including  medical  professionals,  are  not. trained 
in  communication  with  the  deaf.    Table  19-3  depicts  the  distribution^ of  health 


conditions,  other  than  deafness,  reported  by  respondents  1  to  64  years  of 
age  in  1972.  ^  * 


J 


Table  19-3 

Percent  Distribution  of  Health  Conditions,  Dther  than  Deafness, 
Reported  by  Deaf  Respondents:    United  States,  1972 


Health  Conditions 

Percent 

All  .conditions 

lOOfO 

No  other  condition 

66.6 

Asthifia 

8.3 

Visibn 

3.1 

Nei^psychiatric  condition 

2.8 

Arthritis 

2.0 

Heart  trouble 

2.0 

Mental  retardation 

1.6 

Cerebral  palsy      /  ^ 
Cleft  palate 

.9 

.4 

Other 

15.1 

Source:     See  Table  19-1 
The  educational  achievement  of  deaf  adults  (measured  in  terms  of  the 
highest  grade  completed)  is  below  that  for  the  general  population.     The  median 
is  11.1  for  tfhe  deaf  t&s  compared  to  12.1  for  the  gener^  population.  Over 
28  percent  of  th^  deal!  have  completed  8  y^ars  of  school  or  less;  over  half  have 


.  a| 

*  not  completed  12-  years.    On  the  other  hand  over  one-third  have  completed  high 

'     '  ^  *      ^     '       3  ■ 

SiChool  and  some  (2.7  percent)  have  completed  college. 


3.    The  ratio  of  the  number  of  deaf 'persons  ip  college  to  the  .  number  of  * 
deaf  students  in  schools  at  the  turn  of  the  century  was  approximately  the 
same  as*  a  "like' ratio  for  , the  general^  populatl^on.    The  tatio  for  the  deaf 
remained  fairly  ct>nstant  until  1960  although  general  population  rates  increas'ed 
dramati<tally .  ,  The  proportion  of  dieaf;  student «  attending  institutions  of  higher 
learning  has  6ince  grown  apprecTably  since  1960  but  ^till  rein4iris  comparatively 
low.  ^  . 
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The  equivalence  of  grade  completed  as  a  measure  of  academic  achievement 
in  comparing  deaf  students  with  nondeaf  students  is  highly  questionable. 
Recent  studies  have  shown  that  the  average  deaf  student  lags  several *years 
behind  his  normal -hearing  peers.    Although  some  deaf  students  score  better 
than  a  hearing  student,  the  fact  remains  that  the  average  do  not  and  thus 
the  l-yia^ar  difference  in  the  median  of  the  highest  grade  completed  ts 
magni'f ied'^to^^^Br-even  greater  educational  deficiency.    This^  has  serious  impli-^ 
cations  for  the  adequacy  of  the  e^ducation  provided  the  deaf  individual,  the 
career  opportunities  open  to  him,  and  the  quality  of  his  life. 

Communication,  basic  to  education  of  the  deaf  and  nondeaf  child  alike, 
is  a  very  real  problem  for  those  children  whos^  loss  of  hearing  occurs  at 
any  age  prior  to  the  end  of  schooling.     The  unique  educational  ne^ds^  of  deaf 
Children  require  special  education  programs.    These  axe  available  in  fout 
types  of  settings:     residential  schooj^s;  day  schools  (special  schools  with 
no  living  quarters  for  students) ;  day  classes  (classes  for  deaf  students 
within  a  regular  school) ;  and  regular  schools  (with  the  occasional  assistance 
of  an  itinerant  speech  therapist  or  of  a  resource  teacher). 

Most  public  education  for  deaf  children  is  provided  by  residential 
schools,  day  schools^,  and  day  classes.     The  majority  of  prevocationally  deaf 
students  Bp^xid  at  least'  part  of  their  educational  years  in  residential  schools. 

The  type  of  school  attended  may  reflect  not  only  age  a,t  onset  of  deafness 
but  also  the  availabi^ty  of  educational  facilities  in  various  States  and  the 
educational  emphases  at  particular  times  and  places  such  as  the  current  educa- 
tional emphasis  on  "mains tr^eaming,"  or  placement  of  handicapped  chii^drfen  into 
regular  classes.     It  is,  however,  unlikely  that  any  one  type  of  schooling 
will  b§  best  for  all  students.     It  should  also  be  noted  that  special  programs 
for  children  with ^Jiearing  problems  accommodate  less  than  half  of  thfem,-  Just' 
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as  crucial  is  the  quality  of  the  education  provided  to  deaf  students. 

The  data  in  the  NCBP  on  occupations  of  the  deaf  were  compiled  -before 

the  sharp  rises  in  unemployment  among  the  general  population  in*  ^974.  ' 

Consequently  the  effect  of  current  economic  conditions  on  the  employment  of 

the  deaf  is  unknown,  and  the  data  and  trends  apparent  in  the  early  1970 *s 

must  be  considered  with  that  caveat  in  mind. 

^  In  1972,  the  unemployment  rate  of  deaf  males  (le^ss  than  3  percent) 

compared  favorably  to  the  unemployment  rate  for  all  males  (4 . 9  p^^fcent) . 

Deaf  females,  however,  were  more  frequently- unemployed  than  females  in 

general.     The  rates  for^nonwhite  deaf  were  much  worse.     Nonwhite  deaf  males 

had  an  unemployment  rate  five  times  that  of  white  deaf  males.     Nonwhite  deaf 

females  had  nearly  double  the  unemployment  of  v/hite  deaf  females. 

Most  prevocationally  deaf  people  were  employed,  and  most  of  those 

4 

employed  worked  for  private  concerns.      They  had  positions  in  all  industries, 
but  the  heaviest  concentration  was  in  the  manufacture  of  nondurable  goods. 
Conc^^ntrat ions  in  services  w^e  low. 

Deaf  persons  were  employed ^n  all  principal  occupations,  from  profes- 
sional to  domestic.    The  largest  proportion  (31.1  percent)  were  "nontransit" 
,or  machine  operators.    Craftsmen ^constituted  another  large  group  (29  percent). 
Together  they  equalled  over  60  percent  of  the  occupational  classifications  of 
the  employed  d  eaf .     The  bulk  of  the  remainder  were  in ^professional  and 
technical  occupations  (9.2  percent),  clerical  (8.1  percent),  nonfarm  laborers 
(8 .2  percent)  ,  and  seirvice  workers   (8  percent).  , 

Employe^  deaf  people  are  often>  seriously  underemployed;  that  is,  en^loyed 
in  positions  incompatible  with  the  workers*  intelligence,  skills,  and  ejfucation 


4.     The  small  proportion  of  deaf  persons  in  government  service  aris^ 
from  the  few  wjpiite  males  Inployed        Federal,  State,  or  local  government. 
Female  and  nonwhite  deaf  persons  worked  for  the  government  at  a  higher  rate 
than  for  the  general  population^  •  «  '    ^  .  * 

.  4G9  '  ^  ' 
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"The  deaf  college  graduate  linotype  operator  or  pressman  is  quite  corrion, 
for  example.     Eyerywhere  weTind  deaf  men  and  .women  of  r.ormal  or  a*:>ovfe  abil- 

c? 

ities  operating  automatic  machines,  performing  simple      sembly  liu^  operations, 

\  5 
or  otherwise  occupied  in  unchallenging  routines../' 

The  average  income  -  family  or  personal  -  of  the  employed  deaf  tends 

to  be  below  the  average  for  tlie  general  population.     It  is  lower  for  women 

than  for  men  and  lower  for  nonwhite  deaf  persons  than  for  white.     This  is 

-     1  '  . 

best  illustrated  by  the  following  Tables  19-4  and  1SK5  on  family  and  personal 
income  in  1971.  ^ 

\ 

Table  19-4 

Median  Family  Income  for  Deaf  Heads  of  Households  Compared  to  General 
Population  Households:    United  States,  1971 


Respondents'  Sex  &  Race 

\  Deaf 

General^ 

All  groups 

\  $8,662 

$10,285 

Male 

9,263 

10,930 

White 

9,450 

11,143 

Nonwhite 

6,000 

8,067 

Female 

4,146 

5,114 

White 

4,347 

5,842 

Nonwhite 

2,662 

3,645 

Source!'    U.  S.  Bureau  of  the  Census,  unpublished  data. 

I 


5.     B.  R.  Williams  and  A.  E.  Sussman,  "Social  and  Psychological  Problems 
of  Deaf  People,"  in  A.  E.  Sussman, and  L.  G.  Stewart,  eds . ,  Counseling  with 
Deaf  People  (New  York:  'Deafness  Research  and  Training  Center,  New  York 
University,  1971).  * 
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Table  19-5 


Median  Personal  Income  -from  Wages  and  Salary  of 
Respondents  16  to  6A  Years  of  Age:    United  States,  19-71 


Respondents'  Sex  &  Race 

Deaf 

General'^ 

All  groups 

$5,915 

$8,188 

Males 

7,084 

9,631 

White 

7,338  ' 

9,902 

Nonwhite 

4,166 

6,771 

Femalq^ 

,  4,306 

5,701 

l-m^e 

4,405 

5,767 

Nonwhite 

3,166 

5,092 

Source:  U.  S.  Bureau  of  the  Censds,  unpublished  data,  1973. 
1.  Includes  persons  lA  and  15  years  old  and  65  and  older. 


Mental  Health  and  Ment>^  Illness  among  the  Deaf 

'■  5  ^  ^  

Emotional  instability,  social  immaturity,  and  behavior  problems  are  not, 
of  course,  endemic  to  the  deaf.     When  they  occur  ^mong  the  deaf,  however, 
they  pose  special  problems  because  of  the  difficulties  inherent  in  deafness, 
itself-     For  example,  the  lactc  of  communication  may  lead*  to  misunderstanding 
and  misinterpretation  and  in  turn  to  inability  to  cooperate  with  others, 
^frustration,  or  some  kind  of  unacceptable  behavior..  At  the  same  time, 
communication  is  essential  if  the  behavior  is  to  be  corrected  or  modified. 

A  study  of  multiply  handicapped  deaf  adults  a^^tberllot  Sprinp.s  Rehabili- 
tation Center  in  Arkansas  revealed  that  communication  inadequacies  and 
behavioral  problems  were  central  obstacles  to  rehabilitation.     The  implica- 
tions  of  the  study  for  educational  programs  for  the  deaf  were  even  more 
Important  since  language  development^  and  .communication  skills  are  basic  to 
an  adequate  education  in  childhood  and  adolescence.     They  are  just  as  basic 
to  good  mental  health.  ^  ^ 

a 

Some  deaf  peojPie  are  mentally  ill  as  well  as  deaf.     The  prevalence  of, 
mental  illness  among,  the  deaf  in  the  United  States  is  unkifevm  but  is  believed 
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to  be  at  least  of,  if  not  more  than,  the  same  order  of  magnitude  as  among 
the  hearing,  which  is  1  in  10.    The  number  of  deaf  in  mental  hospitals  is 
also  unknovm  and  even  the  number  i^i  such  hospitals  misdiagnosed  because  of 
deafness.     The  misdiagnosis  of  the  deaf  as  mentally  ill  or  as  mentally 
retarded  is  all  too  frequent  du^  primarily  to  the  ^confusion  resulting  when 
the  professional  and  the  "subject"  cannot  communicate  with  each  other  and 
aberrant  behavioi^  is  thus  misunderstood. 

What  is  known  from  the  few  attempts  to  gather  data  on  mental  illness 
among  the  deaf  and  to  treat  guch  illness  illustrates  the  importance  of  con- 
sidering this  aspect  in  planning  and  executing  special  programs  for  the  de'af 
as  well  as  mental  health  and  rehabilitation  programs  as  such. 

The  M<3)P  indicates  that  2.8  percent  of  deaf  respondents  1-6A  years  of 
a^ge,  reported  a  neuropsychiatric  condition  in  addition  to  deafness.  (As 
noted  above,  the  NCDP  included  only  the  notjinatitutionali'zed  population). 

A  series  of  l^nvestigations  begun  in  New  York  State  in  1955  gives  a  gener- 
al idea  of  the  size  of  the  problem  in  the  mental  hospitals  of  that  State. 
It  was  found  that  deaf  patients  in  the  State  hospital  system  numbered  soire 
250  at  a  given  time.     This,  number  was  only  a  small  fraction  of  the  State 
hospital  population  of *the  period.     It  represents,  however,  a  group  found 

"to  be  isolated,  wearing  inaccurate  diagnostic  tags,  poorly  evaluated,  and 

^  1,6 

virtually  untreated. 

Only  a  handful  of  mental  health  programs  in  the  country  are  dealing 
with  the  mental  health  problems  of  the  deaf.*   The  New  York  program  was  the 
first  of  these.  '  It  opened  the  country's  first  psychiatric  outpatient  clinic 
for  the  deaf  and  in  1963  Initiated  a  program  of  comprehensive' mental  health 
services  for  the  deaf.  ^  ^  * 


6.     John  D.  Rainer,  M.D.  and  Kennet^.  7.  Altshuler,  M^Dv ,  Expanded  Mental 
Health  Care  for  the  Deaf:  Rehabilitation  and  Prevention  (New  York:  Research 
Foundation  for  Mental  Hygiene,  Inc.,  1970). 
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During  this  period  the  outpatient  clinic  was  expanded.  In  addition  a 
special 'inpatient  unit  for  the  deaf  was  set  up  at  Rockland  Stats  V'^spital. 
The  unit  housed  30  inpatients .    Fifty  patients  were  treated  during  its  first 
3  years.     The  first  patients  were  transferred  from  other  State  hospitals, 
but  subsequently  acute  cases  from  the  community  were  accepted.    Still  lately 
chronic  cases  were  rotated  from  other  State  hospitals  for  trial  treatment* 
when  space  w^s  available  and  retfumed  when  they  had  received  maximum  benefit 
or  were  no  longer  improving.  ^      /  '  ^ 

A  significant  portion  of  the  clinic  patients  were  d^af  adolescents  ~ 
"students  or  youngsters  dropped  from  school  because  of  the  unmai^ageable 
nature-  of  their  disturbances  in  personality."    Close  working  relations  were 
established  with  a  nearby  school  for  the  deaf,  and  hospital  staff  provided 
consultative  work  there.  ^ 

Bottlenecks  in  the  inpatient  program  and  a  growing  awareness  of  pre- 
ventable difficulties  in  childhood  and  adolescence  led  to  the  development  of 
a  rehabilitative  and  preventive  psychiatric  program  for  the  deaf,  including 
the  reintegration  of  deaf  psychiatric  patients  into  the  community  and  the 
provision  of  preventive  mental  health  services  in  the  community.     This  was 
made  possible  by  the  "development  of  the  special  inpatient  intensive  care 
unit  and  the  outpatient  clinic  on  a  permanent  basis;  the  training  of  per- 
sonnel in  the  psychiatric  field  aad  related  personnel  to  work  v/ith  the  deaf; 
close  collaboration  with  Vocational  Rehabilitation;  the  use  of  a  halfway 
house  and  various  other  community  x>7orkshops  and  facilities;  the  program  ^t 
a  school  for  the  deaf  which 'included  individual  consultation  and  treatment* 
direct  work^with  adolescent  groups,  and  work  with  parents  of  students;  and 
anb active  program  of  education  and  :^volvement  of  the  community. 

Amotig  the  unmet  needs  identified  were  the  prevention  aud  treatment  of 
young  deaf  children  knd  school  age  youngsters  and  special  programs  for  the 
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deaf  who  are  mentally  retarded.     Significant  findings  for  rehabilitation 

'  '  *  •  7 

and  social  service  workers  are  summarized  in  the  final  report.  Another 

key  finding  is  that  programs  for  the  mentally  ill  deaf  ''must  be  designed 
and  tried  seriatim,  and  the  concept  of  closure  of  a  case  is  generally  in- 
applicable." %. 

St.  Elizabeth's  Hospital  in  Washington,  D.  C.  is  another  place  where 
deaf  people  who  are  mentally  ill  can  receive  psychiatric  help  in  a  residen- 
tial setting.     Out  of  a  total  of  3,400  becjs,  70  are  in  a  special  unit  for 
the^deaf.     The  average  outpatient  load  is  50.     (This  inpatient  load,  as 
noted  below,  includes  patients  from  across  the  United  States  as  well  as 
from  the  District  of  Columbia) . 

In  196*3  when  the  program  for  the  deaf  began  at  St.  Elizabeth's,  the 

total  inpatient  census  there  was  approximately  6,000  and  its  outpatient 

census  was  approximately  1,200.     By  1972  the  average  number  of  resident. 

patiehts  was  3,202  and  the  average  number  of  outpatients  was  2,695.  The 

target  deaf  population  represented  0.1  percent  of  the  total  patient  popula- 

! 

tion.  In  general,  they  reflected  the  characteristics,  except  for  deafness, 
of  a  cross-section  of  the  whole  patient  population.  ^  ^ 

The  special  program  for  the  deaf  at  St.  Elizabeth's  began  without  awar^ 
ness  of  the  New  York  studies.     Initially  it  consisted  of  group  psychotherapy 
for  deaf  patients  at  the  hospital.     It  concentrated  on  patients  who  had  been 
deaf  since  birth  or  early  childhood,  a  group  whose  speech  dnd  language 
abilities  varied  considerably.     The  primary  methods  of  communication  in*the 
sessions  are  manual  -  sign  language  and  fin^ger  spelling. 


7.  Ibid.  f 

8.  Patients  may  use  their  voices  if  they  are  able  to  do  so.  Lipreading 
and  writing  are  permitted. 
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The  program  has  grown  to  be  a  comprehensive  one  in  the  field  of  mental 

I 

health.     It  has  a  reciprocal  relationship  with  Gallaudet  College,  an 
institution  for  the  deaf  in  Washington,  D.  C.     This  not  only  strengthens  the 
service  program  for  the  d6af  but  also  enriched  the  training  program  for 
professionals  and  others  working  with  the  deaf.     There  is  also  a  close  working 
relationship  with  the  Vocational  Rehabilitation  agency  and  much  reliance  is 
placed  on  it  for  services,  particularly  after  the  deaf  leave  the  hospital. 

Patients  for  the  deaf  program  at  St,  Elizabeth's  are  accepted  from  all 
over  the  United  States.     Indeed  they  constitute  the  bulk  of  the  population 
of  the  special  unit.     The  greatest  difficulty  encountered  in  working  with 
the  patients  ^om  outside, the  District  of  Columbia  is  the  difficulty  of 
working  with  their  families. 

The  average  cost  for  all  inpatients  at  St.  Elizabeth's  is  $55  a  day. 

No  study  has  been  made  of  the  cost  of  serving  the  deaf,  but  it  is  presumed 

to  be  higher  because  the  program  has  a  higher  staff-patient  ratio.     It  should 

also  be  noted  that  the  lack  of  resources  for  the  deaf  in  their  home  communi- 

9 

ties  results  in  a  longer  stay  for  -the  deaf  at  St.  Elizabeth's. 

A  third  major  program  in  mental  health  services  for  the  deaf  is  at  the 
Langley  Porter  Neuropsychiatric  Iostit;ute  in  San  Francisco,  and  another  is  at 
The  Michael  Reese  Hospital  in  Chicago.     Interest  in  other  States  is  develop- 

VOCATIONAL  REHABILITATION  CH^'  »THE  DFAF 
Deafness  is  not  defined  in  the  Vocational  Rehabilitation  Act,  regulations, 
or  statistical  instructions.     For  statistical  r^eporting  purposes  the  deaf  are 
^-vdivided  into  two  classes:     those  able  to  t^lk  and  thos^  unable  to  do  so.  In 
1972,   State  VR  agencies  rehabilitated  6,A12  deaf  people,  of  whom  A, 066 


9.     The  longer  Htay  for  i he  deaf  was  also  noted  at  Rockland. 
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(almost  two-thirds)  were  unable  to  talk. 

The  6,412  deaf  people  rehabilitated  in  1972  were  only  2  percent  of  the 

total  number  of  people  rehabilitated.    Although  the  success  rate^^  for  the 

rehabilitation  of  the  deaf  is  high,  not  nearly  so  large  a  proportion  of  the 

deaf  are  served  as  the  proportion  in  some  other  disability  groups. 
«  

The  services  which  can  be  provided  to  the  dea^l  under  the  Vocational 
Rsrhab illation  Act  Include  all  the  rehabilitation  services  authorized  for 
disabled  people  under  that  Act.     These  range  from  counseling,  diagnosis 
and  evaluation,  surgery  and  treatment,  and  training  to  a  wide  variety  of 
supportive  devices.     Under  the  Act,  rehabilitation  facility  programs  for 
the  deaf  and  other  group  facilities  and  services  may  also  be  provided. 

A  survey  of  services  to  the  deaf  and  the  hard  of  hearing  was  published 
in  the  State  Agency  Exchange,  May,  1972,     Thirty-eight  of  the  50  States  re- 
sponded.    The  survey  showed  that  services  to  the  deaf  and  the  hard-of-hear- 
ing  were  unequal  among  the  States  and  that  within  a  State  they  were  frag- 
mented.     Often  they  were  nonexistent  or  unknown  or  restricted  to  certain 
target  groups.  ^ 

Hearing  tests  and  hearing  aids  were  the  servides  uniformly  available 
from  agencies  of  the  State.     Other  9ervices  usually  available  were  counsel  in 
surgical  or  therapeutic  treatment,  hospitalization,  speech  therapy,  mainte 
nance  during  rehabilitation,  transportation,  evaluation  of  ear  condition, 
evaluation  of  rehabilitation,  and  post-secondary  education.     These  services 
were  provided  prjimarily  by  th^  State  Vocational  Rehabilitation  Agency, 

exclusively,  or  by  the  VR  agency  and  some  other  public  agency. 

(  ^ 

  / 

10^     The  number  rehabilitated  divided  by  the  number  not  rehabilitated. 
11.     Schein  and  Delk,  The  Deaf  Population. 
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Half  of  the  reporting  State  VR  agencies  indicated  that  theyjhad 
arrangements  for  the  provision  of  opportunities  for  learning  and  social 
experience,  including  such  opportunities  fof  young  deaf  children,  'and  a1>out 
two-thirds  operated  or  utilized  a  rehabilitation  facility  for  the  deaf.  ' 
Only  seven  State  VR  agencies  reported  maintaining  a  register  of  the  deaf, 
and  only  15  State  agencies  distributed  captioned  films  or  participated  in 
the  program  of  captioned  films  for  the  deaf.     The  services  le^ast  likely  to  be 
available  in  States  x/ere:     outreach,  advocacy,  and  protective  and  other  social 
and  sociolegal  services. 

V 

The  survey  indicated  that  the  numbers  served  were  not  great  and  that 

0 

in  no  case  were  there  sufficient  services,  especially  to  young  children  oi!* 
the  elderly, 

\         The  unmet  needs  of  the  deaf  and  the-hard  of  hearing  as  identified  by 
State  VR  directors  ii^  the  survey,  ran  the  gamut  from  identification  of  those 

,  v/ith  hearing  impairments  to  employment  opportunities.     The  needs  for  social, 
psychiatric,  and  psychological  services  and' for  improved  education  and 
ttaining  programs  were  specified  over  and  over  again. 

Almost  universally  mentioned  was  the  need  for  better  communication.  This 
was  expressed  in  tl^  need  for  communication  training  programs  for  tlje  deaf, 
the  need  for  qualified  interpreters,  and  for  staff  callable  of  manual  communi- 
cation. 

*The  lack  of  services  for  the  young  and  for  the  aged  v;as  emphasized. 
So  were  many  aspects  of  the  provision  of  hearing  aids. 


The  vocational  (rehabilitation  program  ha's  not  only  se'pved  deaf  Indlvi- 
duals  but  also  has  cpone  much  to  enlarge  and  enhance  the  resourcesv^avallable 
for  the  rehabilitation  of  Lhr  deaf.     For  example,  certain  State  VR  ngencle^ 
have  established  rehabilitation  facilities  for  the  deaf,  and  many  hav^'^hTlped 
to  establish  speech  and  hearing  clinics.     A  research  and  training  center  f or > 
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the  deaf  has  been  financed  through  vocational  rehabilitation  research  grants. 
As  previouSfly  stated,  a  national  center  for  the  deaf-blind  has  been  undertaken 
Vocational  rehabilitation  has  also  assisted  in  improving  educational  resources 
through  the  establishment  of  a  national  technical  institute  for  the  deaf  and 
assistance  in  establishing  community  college  programs  serving  the  deaf. 

The  research  activities  funded  from  vocational  rehabilitation  funds 
have  been  diverse  and  substantial.    An  annotated^ listing  of  such  research 
projects  is.  published  periodically  by  tl^e  Rehabilitation  Services  Adminis- 
tration.^  Listings  of  research  and  demonstration  projects  and  training  pro^ 
jects  funded  under* the  auspices  of  the  RSA  and  other  auspices  in  the  Depart-  ^ 
ment  of  Health,  Education,  and  Welfare  or  elsewhere  in  the  Federal  Government 
are  included  in  Deafness .  o  .  , 

Both  short--  and  long-tferm  training  grants  in  the  rehabilitation  of  the 
deaf  have  been  made  under  Vocational  Rehabilitation  auspices.     Training  has 
included  training  in  manual  communication' for  those  working  with  the  deaf, 
staff  (Jriehtation  to  deafness,  a  national  leadership  training  program, 
training  programs  for  counselors  jj/^^king  with  the  deaf,  and  many  other  aspects 
of  the  rehabilitation  of  the  deaf.  [ 

Although  the  vocational  rehabilitatloh  program  has  made  substantial 
contribution  to  the  field  of  rehabilitation  of  the  deaf,  much  remains  to 
done.  ,  ^  . 


Priorities 

In  1971  a  small  group  of  experts  on- deafness  rehabilitation  jmet  in 
Tarrytown,  N.  Y.,  t^  t^onder  priorities  in  the  rehabilitation.  o,f  deaf  people 
irf  the  1970s.     Their  discussions  ranged  over  many  issues,  and  their  conclu- 
sions were  summarized  under  seven  major  headings:    Administration,  Qrganiza- 
tlon,  ManpQv/er,  Facilities,  Job  Development,  Communication,  and  Jlgsearch . 
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^Under  each  heading  the  problem  is  *  spec  if ied ,  the  need  identified  ^and  a  recpm- 

mendation  made.  „ 

Action  has  been  undertaken  on  a  number  of  thi  recommendations .  «  Many 

are  incorporated  in  the  **Model  for  a  State  Plan  for  Vocational  Rehabilitation 

of  Deaf  Clients/'        In  November  1973,   the  RSA  extended  Its  approval  to  the' 

"  '  1 

Model  State  Plan  for  Vocational  ^Rehabilitation  ;^f  Deaf  Clients,  developed  by  ^* 
a  task   force  of  the  National  Rehabilitation  Association  (NRA)  and  acqmrnittee' 

4 

of  the  Council  of  State  Administrators  of  Vocational  Rehabilitation  .(CSAVR) . 
It  has  been  endorsed  formally  by  the  NRA,  the  CSAVR,  and  the  Professional 
Rehabilitation  Workers  with  the  Adult  Deaf,  Inc.,  as  well  as  by  the  R*SA. 

"the  model  *plan  was  meant  ^to  provide  suggestions  and  stimulate  thinkljtig 

'    about  a  plan  to  serve  deaf  personp..  It,  was  recogniised  that  additional  services 
not  outlined  in  the  monograph  may  be  needed  in  a  par^ticul^r  State.     The  plan 
also  suggests  the  need  for  modif ying^ some  services  and  policies  in  order  to    ^  - 
make  them  effective  for  the  deaf. 

.  The  model  plan  discusses  manpo\/er  ne^ds,  qualifications,  and^unc  t  ions , 

including  rehabilitation  counselors  for  the  deaf,  State  coordin^tora  of 
services  far  deaf  clients,  and  counselor  aides/int-erpreters .  Outreach, 
advocacy  and  special  considerations  in  communicatioYi ,   insdrvice  training, 
and  staff  development  are  among  the  areas  covered  in  t!he  model  plan.'  Partic'- 
lar  attention  is  given  to  a  State  Advisory  Council  on  Deafness  and  to  inter- 
agency  cooperation. 

The  importance  of  representation  frbm  deaf  Consumers  and  deaf  grfiups 
is  emphasized..    So  is-.::^^  itnportance  of  staff  support  to  the  Council. 


12.     Professional  Rehabilitation  Workers  with  the  Adult  Deaf,  Inc., 
,     "Model  for'a  St'artre  Plan  for  Vocational  Rehabilitation  for  Deaf  Clients," 
Journal  QfjL^ftehab  11  itat ion  of  the  Deaf,  November  1973. 
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A  l3artial  listing^of  other  public  and  private  resources  to  be  considered 
in  developing  a  plan  for^serving  the  n^ed^  of  deaf  persons  in  the  vo^cational 
rehabilitation  process  is  provided.     Some  specif l^c  mechanisms  for  ^eveloping^ 
fruitful  relationships  with  public  and'^^private  agencies  are  s^uggested:  third- 
party  cooperative  "funding,  cooperative  agreements,  "establishmettt*'  authority, 

aad  the  Vocational  Education  Act  requirement  of  l0^i)ercent  expenditures  for 

•J 

the  handicapped. 

Three  other  important  area^  are  considered  in  the  model^plan:  special 

facilities  for  the  deaf,  deaf  community  development,  and  a  national-State- 

•  '  ' 

local  commufilcation  system  on  deafness. 

The  mddel  Van  focuses  on  what  State  VR  agencies  can  and  should  do. 
It  takes  Into  consideration  the  marshaling  of  resources  wij^hin  th^  State  and 
the  development  of  p^roductlve  interagency  relationships  as  well  as  internal 
operations.     There  are,  however,  certain  priority  areas  beyond  th^  capacity 
of  aav  one  State  VR  agency  or  of  State  VR  agencies  as  a  whole.    Among  them  are 

1.  Expanded  staffing  in  the  area  of  deafness  in  the  RehabiUta- 

/    tion  Services  Administration  and  the  other  Federal  agencH-es;'  e.g.,  the 

^        ■■  ■ 

Department  of  Labor,  Transportation,  Housing  and  Urban  Development,  an<J 
the  Federal  Coinhiuni(;atlon8  Commission. 

2.  •  Sti^engtheninp  universitTy  training  programs  for  manpower  in 
the  field  of  deafness  through  such  (neans  as  the  development  of  manuals 
and  other  traihing  materials  and  media,  cross-fertilization  among 
university  departmental  prbgrams  concerned  with  different  aspects  of 
deafness,  and  the  adequate  fundln^^  of  university- programs  to  train 
sufficient  numbers  of  n-habilltat  Ion  workers  fuiT  the  deaf,  incj.udlng 


the  funding  of  training  pragrams  for  Interpreters  in  conjunction  with 
on^ing  training  progranjfl  for  pff f eflslonal  preparation  in  the  area  of 
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3.    The  accreditation  of  rehabilitation  facil5.ty  programs  -for  deaf 
people,  including,  but  not  limited  to,  facilities  offering  comprehensive 
*     services.  Specialized  vocational  training,  \sheltere<J  workshop  programs. 


and  programs  for  the  multiply  handicapped  deaf. 

4.  The  establishment  and  maintenance  of  community  counseling  and 
referral  centers  for  the  deaf  in  large  cities. 

5.  Provision  of  mental  health  consultation  programs  and  assistance 
to  individuals  on  a  systematic  and >routine  basis,  to  deaf  children  and 

C         the  adult  community,  through  Federal  funding  /or  mental  health  faciliti^ 

and  outpatient  clinics  for  deaf  people  on  a  regional  or  State  basis,, 

/  ■  _  .  ■  '  ' 

*  and  tlie  provision  of  mental  health  prrfgrfitm  support*  for  large  educa1:ional 

^     -9'  O-  4 

13         ^      •  ^ 

programs  for  dfiaf  children. 

6.  '  Job  development  within  the  main  stream  of  the  labor  market:, 
including  research  programs  providing  job  development  strategies,  train- 

ing  of  the  deaf-  community  so  that  they  are  aware  of  and  knowledgeable  as 

\  > 

to  employment  needs  and  job  trends  and  the  acquisition  of  job-related 
skills.       .  '  •  -        '  J 

7.  New  and  revised  communication  approaches.    The  Tarrytown 
conference  recommended  that:  ^ 

(a)  instruction  on  manual  communic'ation  be  used  throughout  ^ 
school  and  rehabilitation  progratits  and  in  the  community. 
.  .  (b)  a  currii^alW  for  teaching  manual  canmjihication  in 

schools  for  deaf  children  'and  in  rehabilitation  programs  for 
de'af  adults  be  developed  and  implemented. 

(c)  A  curriculum  for  teaching  total  communication  to  teachers 


13'.     Community  Mental  Health  Centers  could  be  used  as  a  major  vehicle 
-fbr  this  recommendatioh. 


'  V  '      \        ,  465        .         '         )  ^ 


of  deaf  "children  and  rehabilitati'on  wotOcers  with  deaf  idults 
be  developed  and  implemented.  *  ^  '   f  ^ 

(d)  until  comprehensive  programs^  in  schools  lire  developed',, 
a  curriculum  f  or  ^teaching  manual  comiftunicatl-on  to  ^kd.t  deaf 
persons  be  developed  and  implemented.  / 

(e)  a  systematic  study  of  :^^nterpretive  processes  and  tjie 
role  of  interpreters  iti  assistinf^  deaf  person^  in  commtffiica'- 

r 

tion  be  -developed. 

( 

(f)  a  24-hour  emergency  interpreter  service  be  established 
in  metropolitan  areas.       .  • 

(g)  improved  low-cost  communication  ^t  a  distance  (thro-ugh 
servi-ces  such  as  TTY)"^^  be  made  .available .  , 
8.    The  pobling  of  research  resources,  ongoing  studies  of  the  deaf 

population, "^^  ani-^phasis  on  vocational  development  and  adjustment  in 
research  priorities.     Other  recommendatiTDns  on  research  included  the 
.  establishment  apd  support  of  r&^ional  deafness  research  and  training  . 
centers  tp  conduct  research  on  the  problems  and  needs  of  ^deaf  people  ; 
within  the  regions,  and*  give  guidance  to  state  services  for  deaf  people 
within  each  region. 


 i_  .  .  »  J 

14.  TTY  can  be  made  available  to  vocational  rehabilitation  clients  under 
the  Vocational  Rehabilitation  Act.    Addi^onal  provisions  are  needed  for  non- 

VR  clients.  ^  .  "         ,  ^  ^ 

15.  These  recommendations  for  manual  communication  presume  the  continua-r 
tion  of  efforts  to  teach  and  encourage  deaf  students,  also  to  develop  their 
skills  in  English  oral  and  written  communication,  xec^ptive  and  expressive. 

No  preg^jrfly  available  evidence  has  shown  that  learning  manual  communication 
interferes- with  other  form^  of  communication:     In  fact,  there  is  some  evidence 
which  suggests  that  learning  maf^ual  c;6iinnunicat|on  v^ll  facilitate  the  oral 
and  written  skillsv  '  ^ 

1*6.     The  NCDP  was  barely  under  way  at  the  time^of  the  Tarrytown  Conferenc 
it,  of  cour^, 'describes,  the  ^ze,  characteristics  and  location  of  the  deaf 
population  at  a  g^ven  \o\xit  in\ime.     It  recommends  also  a  continuous  survey. 

'      . 482  ^ 


Two^other  recommendations'  made  by  the  Tarrytown  conference  should  be 
considered  at  this  time.     One  was  legislation  to  fund  an  agency  or  organi- 
zation  for  "bhe-p^teb^istimegt  and-  maliiLeiiHrice  of  a  crompTehensl'v^^  clearing- 

./  '     ^.  ^   * '  \  -  f    ^;  / 

"hunffe^fui  iufutuiarion  on  deafnfessT^   Its  f unctions  woui4  include  tTie  diiffsemin-x 
atlon  of  Information" not  only-to  professions  T)ut  tTie  general  public  -and  special 
target  grq.ups.-    Such  a  clearinghouse  could  be  operated  by  an  Entity  such  as 
the  Council  of  Organizations  Serving  the  Deaf,  but  vital  to  its  success' 

would  be  the  assurance  of  a  system  for  permanent  funding  such  as  that  accorded 

•  •-  *  , 

to  the  American 'Printing  House  for  the  Blind  by  annual  Federal  appropriations. 
The  possibilitdes  ^  affiliation  of  some  sort  with  the  cen^iral  fclearinghouse 
for  infortoation  and  resource  availability  Authorized  irf  Section  405(a)(5)  of 
the  Rehabilitation  Act  of  1973,  should^  a],so  be  explored.  ^ 

>     ...      .    .  .■  y 

Another  concerns  facilities-  for*  low  achievers.     Because  of  the  .absence  ,  'l^^ 
of  appropriate  training  and  adjustment,  services,  large  numbers  of  deaf  people 
remain  \inemployed  or  grossly  underemployed.    "They  need  comprehensive  voca- 
tional  rehabilitation  centers.     There  is  an  equally  important  fieed  for 

« 

educators  to  give ' greate^  emphasis  to  innovative  efforts  to  meet  the  needs 
of  deaf  children,  who  have  special  learrting  and  adj ustment '  prlpblems . 

HR'8395,  92d  Congresfe  contained  special  provisions  for  establishing, 
operating  and  financing  comprehensive  "rehabilitation  centers  for  low  (under) 
achieving  deaf  youths  and  adults.     Such  provisions  were  not  included  in  the 
Rehabilitation  Act,  although  it  jdoes  include  in  Section  304  provision  for' 
special  projects  and  demonstration  for  establishing-  "programs , and  facilities 
for  providing  vocational  reh^I|filitatiop  servic6s  which  ^hold- promise  of  expand- 
ing or  otherwise  improving  rehabilitation  servicers  to  handicapped  individuals 
(especially  those  with  the  most  severe  handicaps)  including  individuals  ivlth 


1      \  f 


spinal*  cprd  injuries  ,61der  ^blind  individuals,  and  deaf  individuals,  who^ 
Jnaximum  vccational  potential  has  not  been  'reached*'*    Unfortunately,  so-called 
^'project"  funding  is  i^sually  limited  to  short-term  financing  and  makes  the 


acquisition  and  retention  oi^  staff  for  a/Bervice  program  most  difficult.  A 

legislative  niandate  to  authorize  and.^und  efforts  of  a  continuing  nature  for 

rehabilitation  centers  for  "the  low-achieving  deaf,  ^dnd  -to  fund  special  pro- 

grams  for  multiply  handicapped  deaf  children  is  still  needed. 

There  are  a  number  of  other  problems  and  unmet  needs  of  the  deaf.  Some 

of  them  like  driver  tlraining  and  licensing  are  discussefl  briefly  in  the  re- 

port  of  the  Tarry town  Conference.     Other  aspects,  such  as  those  related  to 

courts,      were  discussed  at  a  forum-  in  Chicago  in  February  1970,  sponsored 

by  the  Council  of  Organizatii)ns  Serving  the  Deaf,  and  its  pi;dceedings  ^ 

18 

explored  the  legal  rights  of  the  deaf. 

Overriding  other  problems  and  needs  of  the  deaf  and  implicit  Ijn  them  is 

the  need  for  language  development,    "Brouqwski in  The  Ascent  of  Man, 

points  out  how  crucial  language  is  to  the  learning  proces|i  in-'man  and  how 

integralSit  is  to  the  essence  of  hutdanness.    Jle  also  points  out  that  language 

19* 

must  be /learned  in  childhood  if  it  is  to  be  learned  at  all.  ' 

 !  ' 

17..   For  example,  there  are  well  substantiated  incidents  of  deaf  people 
'being  diagnosed  as  mentally  iU  rather  thap  as  deaf  simply  because  psychia- 
trists and  the  iourts  with  few  exceptions  cannot  communicate  wJLth  the  dedf 
and  mistake  the  significance  of  certafn  symptoms  of  behdVior  and  their  cause. 

18.  Council  of  Organizations  Serving  the  Deaf,  "The  .Deaf  Man  and  the  . 
Law,"  Proceedings  of  National  Forum  No.  Ill,  (Chicago:     The  Council,  1970). 

19.  Language  as  a  qy-etem  for  the  expression  of  t*hought,  rather  *than  as 
as  particular  language  such  as  Englisli. 
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^>The  learning  of  language,  including\ abstract  conceots  and  thinking 

jxro^ess^s,  i-s  one  of  the  research 'areas  inrportant  for  all  mankind,  but' 

particularly  vf or  deaf  mankinds    It  ,i8  jcunddm^ntal  to  understanding  and 

...  ...   '  .  - .  .....  '      y..  ■■  f  .  -.-  -         .--  . 

Improving  not  only  the  educatipnal,  system  ^^b^  the  realization  of  "'the  human 


potential,    the  absence  of  the  ability  t 


o  use\ 


language  distinguishes  the 

X 


de^f  as  most  severely  handicapped  and  ifipst  dif^^icult  to  server 


\ 


/ 


A 


.  X   Chal^ter  20  ' 
OTHER  DISABILITY  GROUPS 
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There  are,  of  course,  a.  great  many  more  disability  groups  about  which  one 
~  ' could  wrTt IV    Iq^         cViapter  we'^prejsenV  in^muc*^^  succinctTTe^m  some  groups 

•.witlch  highlight  other  speci^^ considerations .     The  spinal  core}  injured  have 

been  significantly  a^si^K^by  the  develgpinent  of  Regional  Spinal  Cord  Centers  j  * 

^  '  *  *      •  .  *      •  ;  '        •  • 

<and  by  developmjsnta  in  ti^edical  and  rehabilitation  technology.     Autism  is  one 
.  *  of  -the  most  baffling  and. difficult the  mgnfea].' disabilities,  yet  fltlov^y 

methods  for  moving  individuals  out  of  institutions  are-being  developed.     The  •  • 
age-oid-^fears  about  leprasy,  Hansen's  Diisease,  ;nake  it  one  of  the  most  handi- 
capping.'  That  we  ^have  not.'included  separate,  chapters  ori  epilepsy,  afthritis, 
multiple  dystrophy,  and  all  of  the  other  d-isabllng  conditions^  not  to  flllRht 
their  importance,  only  to  Indicate  our  time  constraints.    Thejjpr iraary  reason 
for  incluslpn  of  these  groups  .i»  the*^  development  of^reatmenc  -pif ograms  beyond 
th^. State/Federal  VR  program.     Decisions  on  future  program  thrusts  must  decide 
' pn  the 'degree  to  which  these  p,roararas  or  a  new  configuration  will  bp  developed. 

SPINAL  CORD  INJURED  '  .    '    •  " 

The-Gentt'al  nervous^  syatcm  cbasists  of  the  brain  and  the  apin^  cord^  Much 
like  a  complect  telephone  cable,  the  spinal  cord  carries  Vsensory^iipipulses  to^ 
the'brain  and  "motor**  Impulses  from  the  bra^iin..    l^en  accident  or  disease  cau5u>s 

e  ■  '  ■ 

damage  to  the  spinal  cord,  both  feeUng  and^  movement  messages  are»no  longer 
transmitted  past  the  damaged  area  of  the  cord.' 

"Para^legia*^  can  be  defined  as  paralysis,  or  loss  of  sensations  and  motion, 
*  -    in  both  legs  ^nd  the  lower  par»t  of  the  body..  The  individual  with  paraplegia  . 
.  may  refer  to  himselt  as  a  "para,"  being /'paralyzed  from  the  waist  down." 

"Quadriplegla"  ia  paralysis  which  invc/lVea  both  lower  and .  upper  Extremities .  The 
individual  with  qtmdriplegia  may  describe  himself  an  a  "quad,"  being  "paralyzed 

o  .-.eg 
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from  the^'neck  down.**   .The  bulk  of  these  individuals  spend  t^ielr  lives  in  wheel- 
chairys  Qr  in  bed. 

Generally^  the  further  down  the  back  that  the  damage^  to  tlie  cprd  occurs, 
the  more  functidnal  poteriti^al  remains.-   The  los^  of.  sensation,  and  motion  l)erow 
the  levei  of  injury  may  he  aCcon^anied^  by  a  varie-ty-  of  Complicating  physical 
problems  ranging  from  pressure  sores^" and- bladder  infec.tiona  to  autonomic 
dysreflexia*  and'  thermoregvilatVry  difficulties.^  yet  most, of  the  following" 

problems  are  avoid^l^  if  the  spinal  cqrd  injured  (generically  jLised^  to  ,mean 
paraplegics  and  ^quadriplegics)  havfe  good  rehabilitation  and  practice^  pre-' 
ventive  medicine.  '  .  '    ,  '  * 

Due  to  the  loss  of  skin  sensation^,  the  person  with  p  spin^  cbrd  injury 
.is  susceptible  to  pressure  sores,  oj*  decujt'^tus  ujcers  that  can  take  months  to 
heal.     Sincie  the  normal  warfiing.  signal  of  painful  sensation  is  absent,  the 
spinal  irtjured  caa  easily  get  severe  burrts  or  skin  abrasions.     Loss  of  voluntary  /> 
bowel  and  bladder  control  may  be  overcome  with  a  deliberate  program  of  con-  ' 

r 

ditioning  or  training.  On  the  other  hahd,  bladder  and  kidney  infections  and 
complications^  are  stlU  th^  leading  cause  of  death  for  spinal  cord  injured.. 

Several  'Of  the  problems  facing  this  group  can_constit;ute  severe  dis- 
abilities  in  and  of  themselve^  unless  dealt  with,  properly .     Spasms  (involuntary  - 
musole  conrractions)  ;^  if  severe  and  uncontrolled,  can  actually*  throw  a  person  • 
from  a  wheelchair.    'The*spinal  injured  with  autonomic  dysreflexia  may  experience 
blood  pressure  irregularities  like'  headaches  or  fainting.  Thermoregulatory, 
difficulties  may,  particularly  with  quadrlplegixs,  result  from  impaired  internal 
'body  teinpprature  control  mechanisms  and  may  preclude  work  in  hot  or  cold  environ^ 
ments.  .  '  ' 


/ 

( 
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The,  "severely  handicapping  etivironmei^t"  preslents  many  barriers  to  ^ 

/  *  f 

paraplegics.    Documejited  elsewhere  in  this  report  are  .the  architectural 


barriers  that  confrop^t  wheelchair  users  in  housing,  t;ranspo|-tatio'n,  education, 
.and  r^r^ati^^    AtU.tudi.nal.  ba^rrters  can  also  be  severely  handi rapping, 
t  whether  presfented  by  an -emi^loyer  unwilling  to  make  modifications 'to  the  work 
pla^e  ot  a  landlordi wfeo  rejects  such  persons  as  tenants. 
,  .  'Several  factors  detenplne  how  successful  the  person  with  spinal  cord 
N   injury  may  be  in  achieving  independence.     These  include  the  degree  of  disability, 
dependency,   financial  resources,  motivation,  intelligence,  community  support, 
self-ronf  idence',  e^urvival*  skills,  and  realistic  expectations .     The  most  obvious 
is  the  degree  of  disability^  ,  Sp'me  quadriplegics  simply  capnot.  get  out  pf  bed  , 
without  as^ista't^ce .'  /  '  .  ,        '         •     »  . 

*  "      Depending  on  ]:he  source,-  iitcidence  and  prevalence  rates  of  *spinal  cord 
injury  differ,,  but  they  t/ce  within  a  range  narrow  enough  to  estimate  the 
magniti>'de  of  the  population.     For  example,  on  the  basis  of  Census  studies  con- 
ducted  in  Nevada  and  Hawaii,  Wilcox  reported  incidence  rates  of  50.0  and. 26.6 
spinal' cord  injured  p^r  million  per  year.^    Other  Studies  have  .f dupd  similar 
rates  which  extrapolate  to 'between  6,000-13,000  ^ew  spinal  cord  Injured  aj  yvajr 
out  of  the  total  populii t ion .  ^        *  .  .  " 

Estimates  of  prevalen(;e  range  from  125,000  to  '300,000  paf^alegics  in  th^» 

Unfted  States  population.     While  incidence  rates  are  gradually  increasing, 

mortality  rates  for  spinarl  cord  injured  have  dropped  significantly. 

»  ♦  .  * 

•  •         /        '      >     .  ^  *  '  '  - 

Elaine  Wiljrox,  Harriet  Kuwamatd,  and  E.  Shanfion  Stauffer,  Statewide 
Census  of  Spinal  Cord  Injured  Persons—Hawaii  (Downey,  Cal. :     Ranchos  Los  Amigos 
Mosplt^al,   1971):     and  N.  Elaine  Wilcox,  Statewide  Census  of  Spinal  Cord  J nj iijed- 
^  Hevada  "(Downey,  Cal.:     Ranchos  Los  Amigos  Hospital,  1970).  , 

^    Quoted  in  Herbert  S.  Talbot,  "Spinal  Cord  Injury, Archieves  of  Surgery 
June  1971,  p.  539.  /  \  .  . 
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Mosft  spinal  cord  injured  from  World  War  1  died  within  the  first  yea?i  of 

their  Injury,     Since  World  War  if  and  the  advent  of  an'bi.blotics^and  spinal 

•        ,  ^»  .        .  .  .-   ■        ..    ...  -:. 

ooljd  injury  centers,  the  mortality  rate  has  dropped  to  a  rate  much  closer  to* 

.    ^  «  ,  ■  -  -  • 

that  of  the  general  population.  > 

....  ^  '  .  »^ 

Spinal  Cord  Injury  Centers  \ 

Munro  founded  one  of  the  first  centers  for  the  treatment  of  splnajt  cord 
injury  at/Boston  City  Hospital.    Munra  considered,  "Nothing  less  than  an 
actiy^  self-supporting!  wheelchair  life  is  to  be  considered  for  a  moment  as 
an  end  re&ult . "  "  .  . 

Guttmann  found  a  similar  center  at  Stoke  Mandeville,  England,  built  on 
t,he  belief  that  the  paraplegic  is  a  /'disabled  but  healthy  independent  person, 
With  an  independeq^fuiu^e  in  society."     \  *  ^ 

But  Munro  and  Guttmann  reco^ized  that  the  most  medically  effect^ive  and 
economically  efficient  approach  to  treating  spitial  cord  injuries  is  a  compre- 
hensive medical  and  rehabilitation  service  team  working  within  a  single 
organization;  namely,  the  spinal  cord  injury  cepter.     As  Talbot  states. 

The  great  dang^  is  fragmentation  in  any  form — the  tendency  t6 
break- up  the  managemerit  of  the  patient  into  parts;  t\ie  adute 
treatment  stad  the  chronic  treatment,  neuroWnrgical  care, 
•         orthopedic  care,  urological  care,  and  all  sorts  of  other  care;--  ^ 
or  even  a  distinction  between  'treatment'  and  'rehabilitation.' 

< 

In  an  effective  system  of  spinal  cord  injury  treatment  and  rehabilitation, 
the  person  who  breaks  his  neck  o^  back  is  immediately  transported  by  trained 
emergency  perponn^l  to'  the  spinal  cord  injury  center.     From  the  original 
surgery  through  discharge  and  follow-along  services,  the  key  element  is  the 
team  of  specialists.     Just  as  the  neurosurgeon  needs  considerable  expertise. 


3.     Talbot,  "Spinal  Cord  Injury." 
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•in  "the  earLyi  stage,  so  do  the  other  specialists  involved  in^^he  prevention 
of  bladder  infections,  pressure  sorfes,  bowel  complications,  contractures,* 
and  psV^ological  prob-lens%     Effective  reTiabilitation  nursing  and  physical, 
occupational,  and  recreational  therapy  help 'the  pirapleg'ic  maximize  Rls 
independence  in  activities  of  daUy ^living. ^  The  rehabilitation  c6unfeelor  must 
'  be  knowledgeable"  about  a  range  of  subjects,  from-car    hand  controls  to 
architectukiily\arrier-f ree  colleges  and  training  programs. 

The  comprehensive  approach  of  the  spinal  cord  injury  center  has  proven 
quite  effective  not  only  in  saving  liyes  and  minimizing  complications, associ- 
ated  with  spinaj,  cord 'iijjury,  but -in  restoring  opfeimkl  f ut^ptit^nitig  4Pd  re- 
integrating the  spinal  injured  ihto  si)ciety.     The  National  InstiXute  for  . 
Neurological"  Disease  and  Stroke  estimates  that  the  annual  cost  of  care,  of  ^ 
spinal  cord  injury  is  $2.^  b'illiork.  ^Without  a  "l3ysteniatic  approach  to  treat- 
ment and  rehabilitation,  estimates  of  the  costs  for  a  person  with  a  spinal* 

<,cord  injury  are  consistently  in  the  hundreds  of  thoi^ands  of  dpllars.     Spinal  _ 

cord  injury  centers  teduce  costs  to  a.  fraction  of  that.     Eaah  complication  . 

which  is  involved  means  a  savings  in  terms  of  weeks  or  months  in  a  hospital.. 

[  '         .  *  ' 

The  cost  to  the'  individual  c^n>be  substantial.     The  spinal  cord  Injured 

^-  ^ 

individual  arid  family  frequentl'y  pay  thous^nds^Qf  dollars  for  medical  care. 

»*  »  *  ' 

Without  a  program  of  national^health  security,  the  injured  civilian  is  unlik© 

[  the  similarly  impaired  veteraa|    T'he  service-connected ^veteran  paraplegic,  in 

•    addition  to  free  hospital  card  and  $7^84  a  month  income  replacement i  regardless 

Jul  aunual  iacomfe,  may  receive  free  equipment  and  drugs,  aid  "and  Jjttendence, 

a" 

*  money  toward  a  house  and  car,     mortgage  insurance,  annuity,  property  tax 
abatement  and  so  forth.     It  is  difficult  for  th^' civilian  spinal  injured  to 
appreciate  the  major^  di  f  ferenr t'M  in  t r'eatment .  and  benefits. 


f 
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Since  World  War  II  the  Veterans  Administration  hafs  had  a  network  of  ■ 

•  *      •  ^  *  ^ 

spinal  cord  idjury  centers;  while  only  in  the  past  3  years  has.sjuch  an  app^&ach  «' 
been  federally  fiinded  far  civillana.    While  the^ population  of  spinal  *cord' 
.injureil, veterans,  ia  nne-ninth -that  of  t,he  civilians-4iv^airZeT7-thex^e-a^'"-CAk^ 
,14  VA  spinal  card  injury  centers  and  10  ci;vlllan  centp^s*   -  *      '  • 
University-  and'  Community-Based  Programs  .     ,  .  /  . 

Another  component  of  rehabilitation  of  the  spinal  cord  injured  focuses 
on.  post-hospital  opportunixies .     For  example,  the  University  of  Illinois  Reha- 
biirtat^icin-Education  Program  and  Rehabilitation-Education  Center  at  Champaign-  ' . 
JJrbana  has  made  it  possible         properly  Qualified  Individuals  with  devere, 
permanent  physical  disabili^es  to  pfirsue  a  higher  education  and  to  benefit 
from  experiences  which  a-re  part;  o^  a  college  education  and  fcommon  to  other 
students.  ."^  '  . 

The  comprehensive  nature  of  the  rehabilitation  program  includes  ongoing 
efforts  ^o  assure  students  barrier-free  access  to  , all  aspects'  of  campus  life.  * 
Over  100  ramps  have  been  constructed  to  make  old  University  building  accessible 
for  ciass'ee,  study,  activities,  recreation,  and  residence.  ''For  the  past  ^0 

yeaips<^all  new  buildings  have  been  constructed  to  be  aceessible  to  and  usable 

*        .  ... 

by  t,he  physically  disabled.    ^11  new  buildfngs  under  construction  and  planned 
for  the  future  will  fndependently  accommodate  wheelchairs.     Each  student  is 
issued  keys  to  elevators  so  that  once  in  a  buildingj"  the  student  has-access  ^ 
to  all  floors.     Ramps  have  made  the  c  lurches  of  eight  different  denominations 
access  tble  to  the  handicapped .  • 

The  150  students  in  wheelchairs  have  opportunity  to  be  fully  integrated  on 
the  campus  of  34,000  students.    They  live  in  the  28  large  barrier-free  dormi- 
tories.   These  residence  halls  Include  specially  designed  or  modified  furniture. 
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toliets,  and  showers,  wiilch  allow  student's  with  physical  disabilities  CQ 

*  live  in  regular^  residence  halls  with 'able-bbdlecf"  roommates ,  com{)letely      \.    '  ^ 

integrated  into  the  residence  halVsyst^m,  and • completely  Independent. 

k  '^eey  ot  functional  training  is  required  of  new  students  who'prevlpj^sly 

required  attendant  care.     During  an  intensive  crash  c^urte  IxL, independent^ 

living,  "severely  disabled"  students  are  expected  to  perforta  all  activities 

,of  dally  living  with  no  assistance.     For  the  first  time  in  their  lives,  the 

majority  fulfill*  those  expectations.     Several  quadriplegics  who  bad  been  told' 

by  their  previous  rehabilTtation  center  staff  that  they  would  require  2A-houf 

attendant  care  discovered  complete  independence  in  acti^^ities  of  dallry  living  . 

by  the  end  of  the  week  and  moved  into  their  residence  ^lalls  with  no  attendant 

care .  ,  *  , 

/ 

A  few  of  the  high-level  quadriplegics  who  are  not  ready  to  live  Inde- 

pendently  in  the  campus  residence  halls'^  move  into  the  Tanbrler  l^alfway  hOuse 

program.     Nugent  describes  those  admitted  Into  the  halfway  house  as: 

Individuals  so  severely  disabled  that  there  was  no  possible  way, 
at  their  rg^pectlve  admissions,  they  could  be  accotntnodated  in 
the  residence  hall  program"  according  to  our  standards  of  per- 
formance.    Many  of  these  were  acute  bulbar  polios,  some  in  iron 
lungs  as  much  as  17  years,  some  were  traumatic  quadriplegics 
even  to  the  inclusion  of  a  C3  quadriplegic,  and  very  severe 
forma  of  dystrophy,  sclerosis,  etc.     Of  the  22' people  we  have 
put  into  the  project  house,  20  eventually  progressed  to  the  ^ 
point  that  they  co;uld  live  in  regular  Unlv^slty  residence 
halls,  and  apartments,  with  every  measure  of  security,  success, 
and  Independence  possible.     All  of  these  have  gone  on  \o  acctipt  ^ 
professional  position^,  throughout  the  United  States  commensurilte 
with  their  college  training.^  ^ 

Tanbrler  halfway  hotlse  is  located  *^lh  a  three-story  house  in  which  the 
upper  stcS^les  provide  apartments  for  able-bodied  students^who  help  with 


A.     Personal  communlcatlon'f f ro  T.J.  Nugent,  1SI73. 


■  -   .  •  ■  r      '  ■  '  '  \ 

afttendant  care.    Even  in  this  transitional  halfway  house,  the  handicapped 

stvtdents  niaximize  independence  and  "control  over  their  lives.    The  fiv6  severely 

, disabled Vxesidents^  interview  and  hire  the  tiiiree  staff  members,  a  married  student 

couple  who  assist  in  weekday  activities  o^f  daily  living  ancj  a  stii^ent  who  is 

available  pn  we^k^nds.     The  five  disabled  f^fnripnfs  share  costs  of  re?li,t  and  * 

maintenance  and  h6lp  manage  .planning  and  budgeting.     ^  : 

-    In  addition  to  the  *Univer^ty  of  Illinois  j^heelchair*  basketball  team,  the 

'*Giz2'  Kids,"  is  a  recreation  and  s^Jorts  program  of  swiiraniixg,  bowling,  football, 

^  ■  >  /  * 

archejry,  table  tennis,  and  track  and  field.    Many  of  the  paraplegics  on  cairitJus-'  ^ 

■   V  ^ .  '         '    \      '      '        -  -  ^ 

are  active' in  the  Delta  Sigma  Omicron  service  fraternity  which  promotes  social, 

recreational,  and  advocacy  activities.  ' 

Conclusions  ^  •  * 

/       Rehabilitated 'paraplegics,  properly  trained  and  placed,  can  participate  in 

most  activities  in  which. others  can  engage.    From  the  stereotyped  jobs  like 

*  . 

watch  repairman  to  a  wide  variety  of  professions  too  numerous  to  name,  individuals 
with  spinal  cord  Injury  have  proved  successful.     Elimination  of  architectural 
and  attitudinal  barriers  along  with  comprehensive  spinal  cord  injury  centers, 
university-  and  community-based  programs,  and  self-help  consumer  efforts  are  basic 
to-  their  rehabilitation.    Additional  numbers  of  spinal  cord  injury  centers  would 
be  desirable  to  meet  the  needs  of  civilian  paraplegics.     Increasingly  the  problems 
of  this  group  are  less  in  vocational  rehabilitation  than  in  removing  the  barriers' 
in  the  environment*. 

This  group  of  disabiec^may  well  represent  a  program  fq^us  unlike  any  of 
those  previously  mentioned.     The  majority  tend  to  be  intellectually  capable  an^ 
more  feasible  of  vocational  rehabilitation  than  many  others.    Yet  this  group  is 
almost  the  prototype  of  those  faced  with  barriers  to  independent  living  regard- 
less of  employment  status  which  an  IRL  program  might  address.    Housing  and  other 


architectural  barriers  arid  limited  transportation  opportunities  for  those  ifi 

\  .  .  .  /      m  ^  .  . 

wheelchair's  constitute  a  major  part  of  the  "severely  handicapped  environmeilt^' 
in  need  of  changes. 

y  ^  .AUTISM 


> 

Autism  Is  character is tically  a  severe  disability -which  appears  in  early 

childhood.     It  was  for  pany  years,  and  most  probably  still  Is,  confused  wfth 

.  '   .  f 
either,  retardation  or  with  child  schizophrenia*   -The  term  "autism"  refei;s  to 
\      •  .  -  .  -  ^  . 

the  self-centered  manifestations . presented  by  the  youth.    Associated  charac- 

*   / 

teristic^  include  rocking,  head  banging,  lack  of  apparent  language  either  in 

speaking  or  understanding,  tantrtims  and  violence,  repetitive  rituals  with 

little',  purpdsiveness  apparent,  and  lack  of  spontaneity.    Self-damaging  and 

V  '  .  •  ^  ... 

s\elf-destructive  behavior  is  common. 

As  with  mo^'t  disability^labels those  so  afflicted  exhibit  a  .range^  pf 

♦  * 

severity  factors;  ,  While  s^ome  autistic  children  do  not  talk 'at  all,  mildly 
autistic  children  may  talk  excessively.    While  tlje  severely  autistic  may  not 
understand  what  is  being  said  at  all,  the  less  s^verfely  involved  need^son^e  . 
.time  to  process  remarks.    Associated  With  this  is  the  degrae  of  literalness 
pft4n  exhibited  by  the  .autistic  person.    Little  is  known  about  those  autistic 
persons  who  have  been  taugfit  to  function  and  who  have  reached  adulthood  out- 
side of  institutioij.     What  is  known  is  that  this  group  as  .adults  have  more 
than  the  usual  qy^ber  of  problems  of  adjustment  given  the  nature  of  the  dis- 
ability. 

With  limited  ability  to  focus  on  more  than  one' thing  at  a  time',  ^iteral- 
ness  and  limited  understanding  of  the  nuances*  of  language,  the  autistic  adult 
may  ^ave  difficulty  distinguishing  between  minor  frustrations  and  serious 
situations,  in  knowing  what  agencies  or  persons  can  be  turned  to  for  heljji  in 
explaining  the  na^iure  of  the  problem  fully,  in  being  able  to  follow  the 
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•  X 

^suggestions  for  remedy.    The  primary  need  is  for  some  community-based #  long- 
term -advocate  who  understands  the  individual- and  is  trusted  who  can  interpre^t 
the  autistic'  persons  to  the  persons  with  whom, contact  ijs  made  and  who  can 

explain  ^he  meaning  of  events  to  the  person. 

■v 

Based  on  a  few  studies  of  the'  incidence  of  autism,  the  National  Society 
'  .  ""^  • 

^  -  .V  ' 

fior^A^istic  Children  estimates  there  are  about  80, 000*  autistic  persons  in 

•  -J  5  & 

the  United  States.      Those  not  at  hopae  are^  in  various  sorts  of  institutional 

/settings.      The  most  successful  services  have  been  the  structured  residential 
treatment  center  base^on  programs  of  behavioral  modification.    Most  of -€^^e 

»  prograjns  are  small,  intensive  and  supported  primarily  by  fees,  with  some  s,^^ 
limited  Federal  and  .State  support  under  a  variety  of  programs.  ,  ^ 

^  On^  program  is  that  of  the  Behavior  Research  Institute  of  Providence, 
Rhode  Island.^    The  program  can  accommodate  13.    The  school  day  program  runs 
from  9  a.m.  to  2:30,  5  days  a  week  for  10  months  at  $7,000  per  year.  The 
full  day  program  is  9  to  6,  6  days  a  week,  12  mon  ths  at  $*^.  000  per  year. 
The  staff  ratio  is  1.5  to  1.     The  Institute  has  begun  a  residential  program 
as* well. 

One  report  focuses  on  a  young  autistic  adalescent*^  named  Billy  who  was 
taken  to  the  program  from,  a 'State  Mental  Hospital  where  he  had  been  in  a 
locked  ward  without;  age  peers  or  program.^    His  time  was  spent  rocking, 
mumbling,  screechihg,  and  doing  nothing.     On  admission  to  the  Behavioral 
Research  Institute  program,  over  70  per^J&at  of  his  time  was  spent  rocking 


5.  Parold  A.  Treffert,  "Epidemiology  cxf  Infantile  Autism,"  Archives 
of  General ^Psychiatry,  May  1970,  p.  431. 

6.  The  National  Society  for  Autistic  Children,  U.S.  Facilities  and  ^ 
Programs  for  Children  with  Severe  Mental  Illness — A  Directory  (Rockville,  Md. 
National  Institute  of  Mental. Health,  1974),  p.  342.-  x 

-    7.    Behavior  l^search  Institute,  Inc.,  Newsletter\  July  1974. 


or  in  aimless  sittihg  and  wartdering.     In  one  day  he  pinched  himself  170  times, 

■  '    "  L      / '  •  ^  V  ' 

stuck  his  finger^  in  liis  ear  327  times,  mumbled  1,816  times,  and  screeched  262 
^  times.     After  2  years  on  an  intensive  program  which  included  behavioral 

modification,  sheltered- workshop  experiences,  various  teaching  techniques,  ^ 
and  muqh  ipupportiye  activi.ty,  ^he  would  work  a  full  day  on  his  own  at  the 
sheltered  workshop*.     By  the  end  of  2  years,  he  could  care  for  himself ,' prepare 
meals,  wash  dishes,  work  time  as  an  assistant  maintenance  worker,  and  , 

^spend  leisure  time  alone. 

.  The  alternati've  was  ^  lifetime  of  care  in  a  State  Mental  Hospital  with* 

I  y  8 

-average  b^d  costs  between  $10,000  ^d  $20^000-^^  year.  *  - 

,  An  experimental  prevocational  training  pfoj.ect  for  autistic  'and  neuro- 
logical^J^t^^paired  <:hildren,  conducted  by  ttfte  Division  of  Vocational  Education 
oi  the  Connecticut  Department  of  Education}  included  activirfies  of  daily  .living 
and  service  maintenance  and  production  assembly'  tasks.      At  the  end  of  10 
months,  all  16  had  made  gains. 

Among  the  types  of  tasks  ^taught  were  toileting,  showering,  t|othbrushing, 
dressing,  meal  preparation,  street  ctossin^,  and  ability  to  move  about  work 
space.-  While  all  could  feed  themselves,  none  ^could  prepare  a  meal  and  even  the 
highest  functioning  child  was  ignorant  of  how  to  properly  and  safely  cross  a 
street. 

Service  maintenance  tasks 'included  vacuuming,  mopping,  sweeping,  cleaning 

1 

'  walls  or  table,  operating  a  dishwa'sher,  a  clothes  washer  and  dryer,  and  ironing. 
Production  assembly  tasks  included  h^d-press  printings,  operation  of  Xerox  and 
tnimeograph,   type  setting,  packaging,  and  several  others. 


8 .  Ibid . . 

9.  David  F.   Fre8chi,,An  Experimental  Prevodational  Training  Project  for 
Autistic  and  Neurologically  Impaired  Children  (Hartford:     Connecticut  State 
Department  of  Education,  Division  of  Vocational  Education,  Research  and  iffanning 
Unit,  1973).  " 
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^         ^ile  the  gains  in  the  production  aspect  are  only  partly  Bncourag^ing, 

I  '  •  '  ^ 

the  fact  that  nearly"^  alj.  showed  major^ains  in  the  activities  of  daily  living 

J    tasks  suggest  great  prdmlse. 

In  considering  the  program  of  indep^mdenf  living  rehabilitattion,  Congress 
and  the  administration  must  make  specificl  provision  for  the  inclusion  or 
exclusion  of  suc^i  programs  for  this  moat  severely  handicapped  group  of  persons. 
While  at  present  ther^  is  fragmented  assistance  to  them  and  their'  femilies  * 
through  various  programs  for  handicapped  i:hildxen  such  as  special  education  and 
development  disabilities,  a  basic  array  o^  programmatic  ai^d  predictable 
tesources  and  long-term  follow  up  does  not)  exist.  ^     ^  '  . 

HANSEN'S  DISEASE  (LEPROSY) 

"Hansen's  Disease,  or  leprosy  as  it  i$  popularly,  called,  is  not  generally 
Included  In  the  classification-  of  disabilities  covered  by  vocational  reha- 
bllitatlon.  ^ji  Although  other  Federal  statutes  provide  specifically  for  the  • 
treatment  and  care  of  Ifeprosy  patients,  there  are  implicjations  derived  from 
work  in  leprosy  which  are  germane^t>  oth^r  severe  disabilities. 

Leprosy  affects  approximately  €^  million  persons  in  th^  worl-d.     It  occurs 
most  of  ten  in  tropical'^countrles ,  Asia,  Africa,  and  South  America  have  the 
greatest  number  of  reported  cases.     In  Europe,  leprosy  reached  epidemic 
proportions  during  the  Middle  Ages.    Residuals  of  this  epidemic  were  seen  in 
Norway  until  approximately  100  yeats  ago.     At  present  only  sm^Cl-l  endemic  fqci 
exist  in  /the  Mediterranean  area.     Most  patients  with  leprosy  in  this  cx)untry 
are  seen  in  Hav^aii,  Texas,  California,  Louisiana,  and  Florida. 

Today  there  are  some  3,ffOO  vicflTms  of  Hansen's  disease  in  this  country, 
most  of  whom  are  being  treated  by  phye^icians  in  their  own  community.     Owing  to 
expanded  capabilities  in  early  diagnosis ^nd  the  successful  treatment  through 
sulfone  drugs,  some  of  this  number  are  never  institutionalized  and  experience 
little  or  no  functional  limitations  as  a  result.     Yet  the  social 'stigma  arising 
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'from^ Hansen's  Disease  continues  tp  constitute  a  ^evere  Jiandicap  f or  many.  ^ 

Other  individuals  with  this  disease  are  living  fn  a  community  as  out-  . 

patients  of  the  U.S.  Publijcf  Health  Service  Hospital  established  exoiusiv^ly 

for  them. at  Carville»  LoufMana.     The  hospital  is  located  on  the  MississipiJi^ 

\ 

River  25  miles  south  of  Baton  Rouge  and  75  miles  north  of  New  Orleans.  It-' 

was  acquired  by  th^  l/.S.  Public  Health  Service  in  1921  from  the  Sl:ate  of 

Louisiana,  which  had  operated  it  since  1894  as  a  home  for  leprosy  patients 

within  tTie' State.     Today  its  primary  purpose  is  to  afford  patients  with 

leprosy  a  facility  f6r  complete  evaluation,  treatment  research  and  training*: 

'  ^. 

Any.  pers^on  with  a  -confirmed  diagnosis  of  leprosy  made  in  the  Uni.ted 
States  is  eligible  for  admission  to  the  hospital.     Admissions  most  often 
are  made  through  the  referral^  of*  the  ^patient  by  a  State  or  local  health  . 
offficer,  or  by  the  patient*s  physician.     However,  all  admissions  are  ^ 
"^volunt^ry  and  iftust  be  requested  by  the  patient.   'Likewise,  a  patient  may 
iQave  the- hospital  at  anytime  he  wishes,-  although  the  majority  remain 
until  discharge  is  rec61mnend'ed  by  tfie  medical  -staff . .* 

finally,  inpatients  are  also  served  at  Carville.     In  recent" years  an 
average  of  135  patients  were  admitted  and  12^5  were  discharged  each  year.  .  * 
Ages  vary  from  7  years  to  92  years.     X}ie  hospital,  as  a  self-cantained 
therapeutic  community,  has  a  vocational  rehabilitation  unit  which  provides 
a  coraplete  array  of  services  compar^^^e  to  almpst  any 'state  vocational  reha- 
bilitation  agency.     Xhi|  includes  amortg  others  prevocatibnal  evaluation, 
physical  restoratJlon,  counseling,  w6^^  adjustment,  and,  most  importantly, 
vticational  training  through  work  experiences.     In  addition,  sheltered  employ- 
ment  is  provided  for  long-term  residential  patients. 

A^ter  release  frqm  Carville, ^he  patient  declared  free  of  the  dises^e 
has  the  opportunity  for  employment  and  participation  in  Society.  Upon  re- 
lease through  efforts  of  the  Hospital  Vocational  Rerhabilitation  Unit,*  the 

498     .  • 
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State  VR^gency  is  contacted  and  arrangements  made  for  the  new  client »  Assistance 

from  the  liospital  regarding  implications  unique  to  the  leprosy  client  are  assured 
the  agency  and  the  counselor  involved.  •   •/  ' 


4 


ince  more  and  more  Hansen's  Disease  cases  now  remain  at  home,  ijt  is  im- 


portant  that  they  be  afforded  maximum  opportunity  for  vocational  rehabilitation 


e4> 


seirvice%  in  a*  State  agericy  sfettiAg.    With  the  present  state  of  the  art  in  this 

■  '  s  » 

country,  there  seems  to  be  fewer  problems  for  many  with  this  disease  insofar  aa;^ 
physical  handicaps  are  concerned.     For  those  persons  the^social  handicaps 
resulting  Trom  th^s  physical  condition  are  the  most  profound. '  On  the  other 
hand,  there  are  a  numfcer  of  these  persons  who  have  experi^ced  severg  physical 

defoi^ties  and'loss  of  limbs  as  a  resXilt  of  this  disease.     Since  the  "Hansen's 

J        '  '  ' 

Disease  impairment  is  profound,  no  vocational  goal  at  all  may  be  possible..  In 

such  oatfes,  independent  living  tehabilitatibn  se^^ices  may  be  the  only  ^ 

*  ^  »*  ^ 

alternative  if  the  patient  chooses  to  li^  outside  ^tie  cdtifi^eq  of  the  hospital 

at  Carville.  >  '  -       ^  * 

While  the  facility  at  Carville  has  served  a  most  useful  purpose  as  a  ser-^ 

vic^  and  treatment  institution,  one  of  its  outstanding  features  is  its  affiliated 

Vesearch  and  training  center.     In  addition  to  wkdespre^d  training  of  pirof essional 

medical,  social  and  rehabilitation  personnel*  throughout  the  world,  the  research  f 

<i   activities  have  contributed  greatly  to  the  treatment  (bf  leprosy  and  to  its  care 

and  rehabilitation 

Of  particular  note  ha;^  been  the  development  of  a  process  to  help  in  dealing 


with  problems  of  insensitivity ,  particularly  in  hands  or  feet  that  result  from  - 
damaged  and  deadened  nerves  whiih  frequently  occur  due  to  this  disease.  The 
sores,  lesions,  or  decubiti  which  develop  from  excessive  unfelt  pressure  in  the 
past  necessitated  amputation. 
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y        '       Through  the  development  of  the  "Carville  slipper-sock,  glove,  and  stump 

/^sock"  it  has  become  possible  to,  fit  shoes  and^  prostheses  ^hat  virtually  . 

eliminate*  pressure-generated  leertons.     The  "sock"  is  a  simple  concistructed 
»        '  •  .  "        .  i 

*    device  in  which  tiny  blue  dye  filled  capsules  are  placed.     When  walking  or 

moving  u^jon  these  capsules,  the  dye^is  expelled,  leaving  a  cledr  imprint  of-^ 

the  areas  of  abnormal  pressure.     With  this  "blue-print,"  adjustmeijts  can 

be  made  either  to'  the  activity  involved  or  to  the  shoe,  glove,  or  pros:^hqsia#^ 

to  be  Worn  by  the  individual.     This  approach  has  been  widely  accepted. 

i>  -  .  » 

There  are,  however,  -implications  growing  from  this  research  with  regard 
to  other  severe  disabilities  with  Similar  problems  resultln^in  insensitive 
skin  surfaces.'   Patients  with  diabetes,  llemipLegia,  paraplegia,  qpadriplegia, 
bums,  and  the  like,^  experience  ulceration'^f rom  p*re%sure  irritation.     The  * 
^       research  at  Carville  iS  now  being  expanded  in  these  a'ii^s  with  apparent  , 
success. 

Extensive  research  Is  being  conducted  in  the  detection  of  pressure- 
^      vulnerable  ari4a^  of  the  body  thrdugh  the  use  of  "thermography;  that  is, 

through  stud/tes  of  temperature  increases  resultip^  from  undue  friction  tjr 

pressure.   *By  using  highly  sensitive  heat  probes  artrf'Hhermovisioh  equipment, 

^- .        •  . 

slight  increases  in  skjn  temperature  that  are  not  detectable  by  the  afflicted  fs? 
.  .patient  cannot  only  be  detected  but  actually  photographed.     With  such* 
"graphic  displays"  or  "blue-prints"  corrective  adjustments  to  functions  or 
apparel  can  be  successfully  made.  .  ^ 

Leprosy  for  ages  has  been  the  most  dread  disease  in  the  world.  Its 
program  in  this  country  stands  off  by  itself.     In  any  effort  to  develop 
cpmprehensive  .programs  to  rehabilitate  the  sevlarelyX^isabled ,  this  snmll 
group  should  be  considered.  •  '  ,  . 
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^        Chapter  21 
•  sWvEY  OF  PROVIDERS'  qP  REHAj^LITATlON  , 

The  answers  to  many  questions  posed  in  this  study  were  raised  with  re- 
^habilitation  providera  In  public  and  voluntary  agencies.    These  persons,  wha 
•  work  with  the  severely  handicapped  daily,  are  a  signif ic^Lnt;  source  of 
inati(Jn  on  the  ne6ds*-meetlng  system.    When  they  vere  asked  to  cite  sources  for 
their 'answers,  they  most  frequently  responded  "own  experience".    The  respon§es 
described  below  ^repre^s en t  the  "informed  opinion"  of  actual  service  p':^oviders.  ^ 
^    The  Questionnaire  .  *' 

-cOj     The  Questi^onyiaire  for  Individuals  Who  Provide  Services  to  Handicapp'ed 
.  people,  ^or  provider  survey,  was  the  means  by  which  we  canvassed  the  views* 
o£  a'.great  number  of  agencies  aihd  facilities  providing  rehabilitation  services 
to  disabled.    They  were  asked  about:     (l)  the  kinds  of  rehabilitation  services 
sevtferely  jlisabled  people  need— In  ord?r  to  enter  or  reenter  paid  employment;  or 
'      (2)  services  needed  in  order  to  live  moro  independently  in  their  families  or 
^'      comn\unities;  (3)  the  extent  to  which  these  services  jar^  currently,  available 

^     .and  provided;   (4)  the^ legal  and  other  barriers  to  services;   (5)  methods  of, 

I  ,  •  I 

coordinating  at  the  Fed^al,  State, rand  local*levels  all  programs  that  can 

contribute  fci^the  rehabilitation^ of  the  severely- disabled ;   (6)  the  ad^xj^ac^ 
of  present  facilities  and  programs;  ail4:(7)  additional  resources  and  programs  thA 
may  be  required.  ^  ,  . 

The  Sample  .  ^ 

•  The^  total  universe  included  all  persons  involved  in  rehabilitation  of  the 
handicapped,  taiblicly  or  privately,  in  the  United  States  between  Fall  1974 
and  Spring  1975,.    From  this  universe  of  approximately  100,000  persons  and 
organizations  werp  selectee^  the  stratified  sample  of  2,223  persons  or  organi- 
zations to  w*hom  questionnaires  werfe  mailed.     The  two-phase  sampling  involved 
(1)  selection  of  mailing  lists  for  subpopulations  (e.g. ,  vocational  rehabilitation 
agency  providers)^  flfn3\^( 2)  self^ction  of  subjects  from  the  lists. 
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*       •  ^  * 

.    The  universe  included' approximately  10,OoV  rehabi^litation  W9rkers  in 
State  vocational  rehabilitation  agencies.     Nearly  one^tenth  (987)  of  these  vo- 

cational  rehabilitation  counselors,  supervisors,  and  other  professionals  were 

'    ■        •     •         \  ' 

sampled,  utilizing  the  mailing*  ll^s  from  StAte  VR  agencies.  Staff  mailing  . 
lists  were  received  from*46  of  the  50  States,  Stiates  were  divided  into  three 
groups  based  on  populatiotv  size.    From  large  States,  30  staf^^were  selected;  , 

■'       I  ^  ' 

laedium  States,  20  staff;  and  small* States ,   10  3ta££.     Half  of  the  sample  from 

'  ■      .     .  \ 

each  State  were  counselors,  and  half  were  other  staff,  including  several  sut>er- 
•  #  ^  •  (' 

"visors  and  the  State  agency  director.     i  •      *  • 

The  T)epartinent  of  Labor  directory  of  7,000  sheltered  workshops  was ^ used  ^ 

e    "        . , 

to  , sample  193  workshops .     xHe  International  Association  of  , Rehabilitation 

D^kshops  Uas    '  \ 


Ya^ctUstte^  1974  .directory  of  700  rehabilitati9n  centers -and  wotkshops  Uas 

uae^  to  sample  322  facilities.     Most  of  the  rehabildtationfacilities  and 

*  _  »  ' 

other  providers  are  independent  non.prof it^^organizations,  arid  rfjany  are  local 

affiliated  of  national  organiza4:ions  jconcerned  with  problems  of  disability, 

i  ' 

such  as  the. United  Cerebral  Palsy  Association,  National  *Easter  Seal  Society, 
National  Association  of  p.etarded  Citizens,  Ameri-can  Heart  Association,  the 
Arthritis  Foundation,  the  Epilepsy  Foundation  of  America,  Muscular  Dystrophy 
Association  of  America,   the  Jewish  Occupational  Council,  the  National  Associa- 
tion  for  Mental  Health,   the  National . Kidney  Foundation,  National  Tuberculosis 


and  Chronic  Respiratory  Disease  AssodJ^ion,  and  the  American  Cancer  Society. 

The  mailing  lists  and  directories  were  obtained  from^^levant  voluntary 
health  and  rehabilitation  agencies  and  constituency  organizations.  Includecl, 
were  organizations  that  focus  on  serving  the  "severely  handicapped'^  as  defined 
by  Rehabilitation  Services  Administration  regulations  (e.g.,  bjindness,  cerebr 
palsy,  deal^ess,  mental  retardation,\  meptal  illness,  paraplegia,  and  end-stage 
renal  disease).  ^ 
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The  questionnaire  was  also  sent  to  a  small  sample  of  self-help  aqd'' con- 
sumer organi^tions  of  the  disabled,  such  as  the  National  Paraplegia' Foundacibn, 
the  National  Association  of  the. Deaf,  National  Federation  of  the  Blind.,  and. 
the  American  Coalition  of  Citizens^ith  Disabilities..    It  was  also  'sent  to  y 
organizations  representing  professional  workers  in  the  field  of  rehabilitation, 
such^as  the  American  Ph-ysical  Therapy  Association,  the  National  Rehabilitatnon 
Association,  the  American  Association  of  Workers  for  the  Blind,  and  the  Prop 
fessional  Rehabilitation  Workers  with  th^ ''Adult  Deaf.  ^  *  1 

The  s^irple  inclt^ded  ^  number  of  recognized  rehabilitation  experts.  State 
deve'lopmental  "disabilities  staff,  rehabilitation  educators,  and  staff  of  pr;Lvate 

insurance  rehabilitation  programs.     Table  21-1  shows  the  number  of  persons  in 

%fi       ^  '  ^ 

ea^h  of  'the  various  subsa^pfes,  as  well  as  the  number » of  people  who  actually 

'  '  /  ^ 

respGnded  in  time^for  their  data  to  b^  analyzed.     A  total  of  1,198  of  the 

2,223,  or. 54  percent,  responded  to  the  questionnaire.     Of  the  total  who  re^ 
sponded,  49.9  percent  were  from  VR  agency  staffs,  5.3  percent  were  VR  directors, 
22.5  percent  were  from  rehabilitation  centers  or  workshops,  with, the  remain- 
der from  the  other  agencies  cited.      ,  * 
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'  .         Table  21-1  ^ 

*       >  • 

Sizes  and*^Number  of  Respondeaats ,  Provider  Survey 


7 


^  Providers  \ 

\ 


State'  Departments  of  Vocational 
-  RehabUlCation  (DVR)^ 

Sta^e  DVR  directdrs^. 


Sheltei^ed  t«>rkshiRS' 
Rehabilitation  centers 


VoluntaaQT  rehabilitation  agencies 

.    ^habilitation  specialists 

•  Deivelc/pmentaJL  disabilities  agencies 

Educators 

.Insurance  Rehabilitation  Staff 

♦ 

Total 


Sample  Size 


Number ,of 
fieQTpondents 


905 

.  598 

82 

63 

193^ 

92 

322 

^78 

149  ^ 

153 

40 

55 

19 

92 

^1 

43 

19 

2,223 

1,198  ^ 

\ 


1.     Includes  directors  of  State  rehabilitation  agencies  for  the  blind 
where  separate  State  agencies  exist. 


Format  of  Quest'jonaaire  f      '  .  , 

In  addition  to  background  questions  at  the  start,  the  questionnaire  is 
divided  IntoV three  parts.    Part  I  is  concerned  with  the  provision  of  services 


to  those  severely  hanMj.capped  people  who  can  be  vocationally  rehabilitated 
for  Gmployment.    Part  II  asks  about  Rehabilitation  fjr  Independent  Llylng  (ILR), 
Part  III  relates  to  both  groups. 


Average  Respondent 

The  average  respondent  was  v/hlte,  male,  about  40  years  old,  with  a  master's 
degree,  about  10  years'  experience  in  rehab llltatloii,' and  about  4  years  in  his 
current  pciialtlon. 
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V, 

Two-fifths  of  the  respondents  reported  that  ithe  main  emphasis  of  their 
woik  was  in  administration,  and  another  fifth  were  in  supervision.  Provision 
of  direct  services  to  disabled  persons  was  the  Hiain  work  emphasis  repo?fted  by  ^ 
>•     27*'percent,    One  in  tx^enty  was  involved  in  support  activities — research,"  planning 
and  training.     The  rest  were  engaged  in  a  Variety  of  activities,  including 
teaching,   information  dissemination,  and  advocacy.  ^ 

4 

Vocational  rehabilitation  coung^eling  was  reported  by  .A3  percent  of  re- 

•  ttl>undents  aa  a  service  they  pr  directly  as  ^^art  of  their  normal  "duties. 
Other  frequently  mentioned  direct  s^rViceB  provided  by  respond^ts  wei^e:  job 
placement  services  (38  percent),  work  evaluation  (21  percent) ,  social  services 
(20  percept),  work  adjustment  and  other  sheltered  workshop  services  (17  percent), 
and  vocational  training  (15  percent).     Special  transportation  was  provided  by 

14  percent  though,  as  will  be  se^n  later,  lack  of  lisable,  affordable  transpor- 
tation  was  seen  as  a  major  (lieed., 

About  one- third  of  the  respondents  reported  working  at  the  local  level; 
another  third  worked  within  a  section  of  a  State;  one-quarter  worked  at  the  State 
level,  about  3^ percent  at  the  regional  level,  and  5  percent  at  the  national 
level.     About  half  of  those  wooing  in  the  local  cpmmunity  served  people  liv- 
Vin&  in  l^rge  cities  and  another  quainter  served  residents  of  small  cities.  Only 
17  percent  repoi^ted  that  most  of  the  people  they  served  lived  in  small  towns 
^     or  rural  areas  1 

The  follot^ing  sunmiary  of  results  shows  the  proportion  and  number  of  re- 
^spondents  i^o-angwered  the  question. 

.  mo  IS^  ACCEPTElS^R  VOCATIONAL  REHABILITATION 
Rehabilitation  has  been  accused  of  being  arbitrary  as  to  who  is  accepted 

•  and  who  is  not.     Given  two  persons  with  identical  severe  -  disabilities  and 
functional  capacities,  one  may  be  accepted  for  vocational  rehabilitation  and 
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one  may  not  be.     To  test  that  accusation  and  to  determine  what  might  make 

the  -difference  we  asked  whether  respondent  agreed  that  this  could  be  the  caseV 

About  59  percent  of  the  respondents  believe  that  there  are  severely 

r ,  - 

handicapped  individuals  v7ho  would  not  be  accepted  into  the  progtam  even  though 
their  disabilities  and  functional  capacities  are  identical  with  those  of  a 
severely  handicapped  person  who  is  accepted  into  the  program.* 

Those  ^respondents  who  believed  there  are  individual^  who  would  not  be 
accepted  v^^ere  aslced  to  give  examples  of  salient  characteristics  of.  those 
Individuals.     ''Poor  attitude/motivation"  was  the  characteristic  most  reported, 
(44  percent)*,  "n6  potential  for  employment,'*  >too  old,"  or  "too  young."  Less 


frequent  comments  were:  •  "degenerative  medical, :5/  "lack  of  transportation," 


and  "low  level  of  educatioiv. " 


Following  this  open-end  format,  respondents  were  asked  for  degree  of 
agreement  on  a  list  of  characteristics  that  our  consultants  thought  were 
significant.     Specifically,  they  w6re  asked  tp  indicate  the  extent  of  their 
agreement  or  disagreement  on  listed  characteristics  of  an  individual  which  may 
actually  influence  post  counselors*  decisions  to  accept  and  provide  rehabilitation 
services  to  that  individual  in  the  State  VR,  program.     The- single  most  important 
characteristic  appears  to  be  the  "apparent  motivation  of  severely  handicapped 
person  fot  work."    Agreeing  or  strongly  agreeing  were  95  percent  of  the  re- 
spondents, vJjith  less  than  1  percent  strongly  disagreeing.     The  three  next  most  - 
highly  agreed-upon  characteristics  v;ere  "abilit^^to  leave  hpvae.  to  make  applica- 
tion,  keep  appointments,  receive  services,  etc.'^;  "realistic  vocational  goal 


preference,"  and  "in  younger  age  bracket". 

Six  characteristics  were  agreed  upon  by  batv;een  60  and  70  percent  of  the 
respondents.    They  were  "longer  life  expectancy";  "successful  work  history  or 
background";  "ability  and  willingness  of  family  to  assist  in  rehabilitation 
program";  "personable  manner";  "specific  job  available  upon  completion  of 
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rehab i;Lit at ±on  program";  and  finally  "ability  and  willingness  to  relocate". 
The.  respondents  were  about  evenly  divided  on  two  other  items:  "high  school 
or  additional  education"  and  "living  in  urban  or  semi-urban  area  as  opposed 

tO"  rural  area."  .  '  ' 

There  was  strong  disagreement  among  the  respondents  that  five  of  the 

•> 

characteristics  influenced  a  counselor's  decision  of  acceptance.    Those  items 
were:    "member  of  majority  race"  (only  14  perSent  agreed)  ,  "of  male  sex" 
(only  15  percent  agreed),  "no  ^sible  deformities",  "cultural  similarity 
with  counselor",  and  finally  "above  average  socioeconomic  status".  These 
responses  suggest  that  race,  sex,  and  socioeconomic  status  are  not  believed  • 
^  to  be  important  factors  in  screening  VR  but  motivation  and  mobility  are. 

SERVICE  TO  MORE  PERSONS  WITH  SEVERE  HANDICAPS 
We  sought  to  establish  the  extent  to  which  the  respondents  were  currently 


:a^acity  to 


serving  the  severely  handicapped  as  well  as  their  capacity  to  serve  additional 
numbers.     Are  agencies  capable  of  expansion  to  serve  more  severely  handicapped? 
Is  e3«j)ansion  appropriate?       ,  .  -  ' 

.    The  study  was  conducted  a,  little  over  a  year  after  passage  of  the  Re-- 
^  habilitation  Act  of  1973,  x-7hich  placed  priority  on  the  severely  handicapped. 
Over  71  percent  of  the  respondents  reported  that  as  a  result  of  this  emphasis 
in  the  Act,  their  agency  had  made,  organizational,  procedural,  or  other  changes  ^ 
that  have  resultecf  or  will  result  in  improve^d  or  expanded  services  to  individuals 
who  are  severely  handicapped.  ^ 

Among  the  myriad  of  possible  changes  respondents  felt  have  been  made  to 
assist  the  severely  handicapped,  213  of  the  818  persons  writing  in  comments 
responded  with  "empahsized  treatment  of  the  severely  handicapped."  Other  fre-- 
quent  comments  were  "added  specialized  staff";  "instituted  new  programs  bene- 
ficial to  severely  "disabled";  "expanded  facilities  ot  equipment";  and  "gave/ 
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further  training  to  staff". 

Next,  the  respondents  were  asked  to  discuss  their  agency's  main  accomplish- 
ment In  working  with  the  severely  handicapped.    Of  the  973  commenting,  265  re- 
ported  that  thei?:  agency's  greatest  accomplishment  was  "giving  the  severely  dis- 
abled some  degree  of  independence  or  improved  quality  of  life."    Next  in  fre- 
quency  were:     ''getting  severely  disabled  .employed,  making  them  productive  members 
of  the  community,"  and  "opened  up  greater  services  for  the  severely  disabled, 
placed  more  emphasis  on  serving  the  severely  disabled". 

When  respondents  were  asked  what  percentage  of  disabled  persons  receiving 
services  from  them  were  severely  handicapped,  responses  were  very  evenly  spread 
from  0  to  100  percent.     For  example,  one-third  of  the  respondents,  (319)  reported 
that  the  percentage  of  severely  handicapped  was  between  0  an'd  33  percent  J 
Nearly  as  many  (312)  reported  a  percentage  between  34  and  66  percent.  Finally, 
327  reported  a  percentage  greater  than  66  percent. 

Respondents  wh6  serve  clients  were  asked  their  average  caseload  size. 
Thirty-nine  percent  reported  caseloafds  of  between  76  aiid'^SO,  fpllowed  by 
27  percent  having  caseloads  between  26  and  75,  18  percent  having  between  151 
and  300,  and  12  percent  having  between  1  and  25  per  respondent.  Fiv^persons 
reported  caseloads  of  more  than  5t)0  clients. 

Two-thirds  of  the  respondents  believed  themselves  personally  capable  of 
serving  additional  numbers  of  severely  handicapped  persons.    An  even  higher 
percentage  (83  percent)  were  of  the  opinion  that  the  State  vocational  re- 
^labilitation  program  was  capable  of  serving'  additional  numbers  of  severely 


handicapped  persons.    The  three  most  frequent  commetUte  were  (1)  additional 

.em 


funds 'are  necessary;  (2)  additional  staff  are  necessary;  and  (3)  the  ^^emphasis 


on  "26"  closures  must  be  changed, 
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Appropriateness  of  Vocational  Rehab  llllt  at  Ion  for  Serving  ^Severely  Handicapped 

/ 

Four  out  of  five  respondents  (81  percent)  felt  It  Is  appropriate  for  the 
State  VR  program  to>focus  the  major  portion  of  Its  attention  on  serving  the  most 
severely  handicapped;  only  3  percent  thought  It  very  Inappropriate.    Of  the 
803  persons  commenting,  208  or  25  percent  felt  that  mildly  disabled  persons  should 
not  suffer  a  reduction  In  services.*  One  hundred  eighty- three  Individuals 
felt  that  the  severely  handicapped  have  a  right  to  receive  services  mainly  be- 
'  cause  they  need  help  the  most .    Another  95  believed  that  the  quota  system 
must  be  amended  so  that  the  severely  handicapped  can  be  served  equally;  and 
72  called  for  more  funds  and/or ^staff. 

The  statistics  taken  together  seem  to  Indicate  that  the  great  majority  of 
respondents  deem  It  appropriate  for  VR  to  focus  on  the  most  severely  handi- 
capped     Before  looking  In  depth  at  the  possible  roles  of  VR  and  rehabilitation 
for  Independent  living,  it  seems  appropriate  to  examine  how  they  have  responded 
to  the  mandate  of  the  1973  Act. 

^    ^  IMPEDIMENTS  TO  SERVING  THE  SEVERELY  HANDICAPPED  ' 

VR  agencies  are  in  the  process  of  developing  new  methods ,  ^resources  , 
and  relationships  to  implemenf  the  mandate  to  give  the  severely  handicapped 
first  priority.    In  order  to  determine  how  vocational  rfehablli,tatlon  services 
can  be  provided  more  effectively  and  made  more  accessible  to  Indlvludals  who  are 
most  severely  handicapped,  respondents  were  asked  to  indicate  their  agreement  or 
disagreement  that  certain  problems  (resources,  barriers,  employment,  and  manage- 
ment)  are  impediments  to  effectively  serving,  the  severely  handicapped. 
First  Choice  Rankings  of  Impediments 
,  When  respondents  were  asked  to  rank  the  5  most  Important  items  on  the 

list  of  29  possible  Impediments  to  the  State  VR  agencies  in  serving  the  severely 
handicapped,  the  most  highly  ranked  item,  with  24  percent  of  the  respondents 
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picking  it  ks  their  first  choice,  was  '^insufficient  funds  for  purchase  of  re- 
habilitation services.*'    The  three  itenis  next  most  frequently  listed  as  first 
choice  were  ''heavy  client  loads,"  "inappropriateness  of  rehabilitation  quotas  • 
(stated  a'hd  implied)  imposed  on  VR  counselors,"  and  "maximum  number  of  re- 
habilitations to  sustain  appropriations."    However,  each  of  these  three  items 
was  the  first  choice,  of  less  than  10  percent  of  the  respondents.     Thus,  one 
out  of  four  persons  saw  lack  of  funds  as  the  impediment  to  serving  severely 
handicapped.     Since -there  were  29  possible  "first"  choices,  it  would  appear 
that  there  is  strong  belief  in  the  need  for  additional  funding  for  vocational 
rehabilitation  services  to  better  serve  the  severely  handicapped. 

i  • 

Composite  Rankings  of  Impediments 

The  "composite"  ranking  which  was  based  on  the  numbpr  of  first  through 
fifth  choice  rankings  for  each  impediment  also  revealed  that  insufficient 
funds  for  purchase  or  rehabilitation  was  the  most  significant  inq)ediment 
to  serving  severely  handicapped  individuals.     The  ccmiposite  ranking  score  for 
"insufficient  funds"  (159)  is  53  points  higher  than  the  second  highest  item. 
In  fact,  this  diffeirence  is  greater  than  the  numerical  difference  between  the 
second  ranked  item  (48)  and  th^  fourteenth  ranked  item  (58)  .     Table  21-2  presents 
the  uVroblems  which  were  listed  in  the  top  hi^lf  of  the  29  rankings.  There 
was  an  empirical  dividing  line  between  the  tap  half  and  the  bottom  half  in  that 
the  gap  in  ranking  between  item*  14  (58),  and  item  15  (41)  was  the  largest 
numerical  difference  between  item  rankings  with  the  exception  of  the  difference 
between  the  first  and  second  items. 

Other  clusters  are  obvious  in  the  composite  rankings.     (The  second  and  third 
items  are  the  only  others  with  a  composite  ranking  over  100.)    "lack  of  available 
jobs"  and' "heavy  client  load  per  VR  counselor"  are  nearely  equally  ranked. 
The  four  items  that  follow  are  also  clustered. 
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Table  21-2 

Composite  Rankings  of  Top  Fourteen  Problems 
Restricting  State  VR  Programs  in  Serving 
Severely  Handicapped  Individuals 


1.  (159)     Insufficient  funds* for  purchase  of  rehabilitation  services 

2.  .  (106)    Lack  of  available  jobs 

^  3.     (103)    Heavy  client  load  per  VR  Counselor 

4.     (  95)    Resistance  of  the  competitive  labor  market "^to  the  hiring  of 
the  severely  handicapped 

5      (  94)    VR  agency  required  to  rehabilitate  maximum  nxunber  of  disabled 
to  sustain  its  appropriation  and  support 

< 

6.  (  93)     Inappropriateness  of  rehab|/Jitation  quotas  (stated  .and  implied) 

Imposed  unpon  VR  cpunselors 

7.  (  89)     Insufficierifri funding  of  rehabilitation  centers  and  workshops 

through  the  State/Federal  vocational  rehabilitation  pro-am 

8.  (  77)    Lack  of  usable  transportation 

9.  (12)    Limited  knowledge  of  how  to  rehabilitate  the  severely  handicapped 

If 

10.  (  65)    Lack  of  knowledge  on  the  part  of  VR  counselors  on  how  to  rehab- 

ilitate the  severely  handicapped 

11.  (-62)    Lack  of  affordable  transportation 

12.  (  61)    La*^  of  job  development  and^ placement  specialists  for  the  most 

seyeisely  handicapped  within  the  state  Vft  agency  ^ 

13.  (  60)    Lack  of  barrier-free  employment  settings 

14.  (  58)     Insufficient  number  of  rehabilitation  facilities  and  workshops 
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PRINCIPAL  IMPEDIMENTS  SEEN  BY  RESPONDENTS 

The  one  item  that  respondents  agreed  on  the  most  as  aq  impediment  to 
serving  the  most  severely  handicapped  was  "a  lack  of  usable  transportation." 
A  total  of  93  percent  either  strongly  agreed  or  agreed  that  this  was  an  impediment, 
with  only  6  people  out  of  1,183  who  responded  strongly  disagreeing,     "lack  of  *• 
affordable  transportation" .wa^  also  highly  agreed  upon  (87  percent)  as  an 
impediment  to  serving  the  most  severely  handicapped.     Respondents  were  con-  . 
sistent  elsewhere  in  the  c^estionnaire  in  ranking  affordable,  usable  trans- 
portation as  a  major  barrier.  „  :^or  example,  on  a  later  item  in  which  several 
difficulties  or  potential  difficulties  in  finding  job  placements, for  people 
who  are  severely  handicapped  are  listed,   lack  of  affordable  transportation  's 
checked  more  than  any  oth^r  difficulty.'  Additional  information  on  the  trans- 
portation barriers  of  the  hdtad^'capped,  as  well  a^  options^r  eliminating  those 
barriers,  are  included. in  the  Transportation  chapter  of  hhis  report.  Finally, 
it  is  interesting  to  note  that  even  though  "lack  of  usable-  transportation"  ranked 
first  in  percentage  agreement,  it  was  ranked  only  eighth  of  29  items  in  the 
composite  ranking.  ''This  suggests  that  VR  recognizes  problems  which  may  be 
outside  its  current  service  mandate. 

Nine  out  of  ten  people  also  agreed  that  barrier  problems  in  employment 
and  housing  were  major  impediments  to  serving  severely  handicapped.     It  is 
easy  to  understand  why  90  percent  of  the  respondents  would  see  "lack  of  barrier- 
free  employment  settings"  as  a  major  in5)ediment;  if  a  person  cannot^ get  into 
an  employment  setting,  it  is  not  possible  to  work.     "Lack  of  barrier-free 
housing,"  agreed  upon  by  89  percent  of  the  respondents,  is  addressed  in  morff 
detail  in  the  section  of  this  chapter  on  housing  and  architectural  barriers. 

The  two  major  employment  problems  were  next  most  highly  agreed  upon 
(88  percent  of  the  respondents  agreeing  with  each  item).     "Lack  of  available 
jobs"  is  particularly  a  problem  during  time  of  high  unemployment.'  "Resistance 
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^^^^of_the  competitive  labor  market  toward  the  hiring  of  the  severely  handicapped^' 
relatfea  to  the  more  general  problem  of  attitudinal  barriers  and  discrimination. 

Three  different  management  concerns  were  highly  agreed  upon  as  impediments 
to  serving"^ severely  handicapped  individuals.    The  first  of  these,  with  86  percent 
agreeing,  was  "the  lack  of  job  development  and  placement  specialists  for  the 
most  severely  hahdicapped  within  the  State  VR  agency."    Development  of  such 
specialists  seems  particularly  important.     As  is  noted,  later,  the  question  on 
"more  aggressive  placement  services"  is  highly  ranked  as  the  kind  of  service 
that  persons  with  severe  handicaps  need  most  to  improve  their  work  capacities 
and  to  enhance  their  employment. 

The  two  other  management  concerns  that  were  strongly  agreed  upon  as  im- 
pediments are,  first,  "VR  agency  required  to  rehabilitate  maximum  number  of 
disabled  to  sustain  its  app^'oprVtion  and  support"  (83  percent  agreeing),  ; 
and  second,  "inappropriateness  of  refiabilitation  quotas  (stated  and  implied)  ^ 
imposed  on  VR  counselors"  (81  percent). 

The  'Vavy.  client  lodd  peJ^^m.  counselor"  was  a  problem  was  agreed  upon 
,   by  four  out  of  five  (80  percent)  of  the  respondents;     Simply  stated,  if  a  typical 
VR  counselor  with  a  general  caseload  of  over  100  handicapped  persons  has  added 
to  his  caseload  a  large  number  of  severely  handicapped  persons,  that  will 
probably  mean  that  all',  including  the  severely  handicapped,  will  get  little 
itervice'.     The  other  major  resource  problem  was  the  "insufficient  , funds  for 
purchase  of  rehabilitation  services,"  to  which  77  percent  agreed.  While 
"insufficient  funds"  iias  tied  for  eleventh  in  percentage  agreement  ranking, 
it  should  be  remembered  that  it  was  first  according  to  the  composite  iranking. 

First  Choice  and  Composite  Rankings 

The  option  of  a  weighted  case  closure  system  for  VR  agfenoies  was  the 
first  choice  of  20  percent  of  the  respondents.    Next  were  "intensive  traiaing 
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program?  (16^  percent)  and  "reduced  caseload  size  for  counselors  with  specialized 
caseloads"  (14  percent).     In  the  composite  rankings ^  presented  in  Table  21-3,  the 
same  three  items  were  clustered  at  the  top  of  the  list. 

9  POLICY  OPxipNS  ^  ^ 

Four  out  of  five  of  the  respondents  agreed  that  the  first  six  options 
would  lead  to  greater  services  for  the  severely  handicapped.-  Ttie  option  with 
the  strongest  agreement  (94  percent)  was  "the  iii5)lementation  of  intensive  train- 
ing programs  for  counselors  and  others  serving  the  s^e^l^/  handicapped."  If 
counselors  are  to  better  serve  severely  handicapped  clients,  additional  training 
seems  required.     "Increased  service  capacity  in  facilities  to  serve  the  severely 
handicapped"  was  agreed  upon  by  93  percent  of  the  respondents.     "Reduction  of 
caseload  size  for  counselors  with  specialized  caseloads  pfi.  severely  handicapped" 
would  lead  to  greater  services  for  severely  handicapped  was  agreed  by  89  percent. 

Eighty-seven  percent  of  the  respondents  agreed  that  "greater  utilization  of 

«  «» 

*<« 

employed  Jiandicapped  to  extend  employment  opportunities  to  other  handicapped  in 
the  same  v/o^k  setting,  industry,  or  service"  would  realistically  lead  to  greater 
opportunities  for  the  severely  handicapped.  Particularly  in  view  of  the  earlier 
perception  of  the  resistance  of  the  competitive  l^bor  market  hiring  the  severely 
handicapped,  the  use  of  persons  v/ho  have  been  successfully  employed  in  different 
work  settings  could  be  quite  tf^pful  in  developing  new  job  opportunities  for 

V 

other  handicapped  who  follow  into  their  field. 

"Greater  involvement  of  the  severely  disabled  consumer  in  planning,  delivery, 
and  evaluation  of  rehabilitation  services"  was  agreed  upon  by  85  percent  of  the, 
rehabilitatioiv  providers  sampled  as  a  way  to  improve  cervices  and  opi^i^tunities. 


A  growing  number  of  agencies  have  realized  that  they  can  provide  better  services 


to  their  cons titutency  if  they  let  the  person  being  ser\red  and  their  organizations 
have  a  voice  in  making  the  decision.     Finally,  four  out  of  five  ,(85  percent)  of 
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Table  -21-3 

Composite  Rankings  or*Eleven  Policy  Options 


1.  (98)     Implementation  of  Intensive  training  programs  for  counselors  and 

others  serving  the  severely  handicapped 

2.  (92)    Reduction  of  caseload  size  for  counselors  with*" specialized  case-, 

loads  of  severely  handicapped  ^  \ 

3.  (92)     Implementation  of  a  weighted  casr^blousre  system  in  VR  agencies^ 

to  provide  greater  incentive  for  working  with  the  severely  \ 
handicappped  ^ 

4.  (61)     Increased  service  capacity  in  facilities  to  serve  the  severe^^y  / 

handicapped  .  ^ 

5.  .  (57)     Establisliment  of  a  separate  progrSin  within  VR  agencies  with 

specialized  caseloads  to  promote  more  efficient  services  to  the, 
severely  handicapped  , 

; 

6.  (45)     Implementation  of  an  expanded  outreach  program  to  locate  more 

severely  handicapped 

7.  (43)     Greater  involvement  of  the  severely  disabled  consumer  in  planning, 

delivery  and  evaluation  of  rehabilitation  services 

8.  ^    (33)     Implefaentaiton  of  differential  wage  scale  within  VR  agencies  to 

encourage  more  professionals  to  work  with  the  severely  handicapped 

9.  (30)   ""Greater  utilization  of  employed  handicapped  to  extend  employment 
*  opportunities  to  other  , handicapped  in  the  same  work  setting, 

industry,  or  service  *^ 

\lO.     (26)     EdS^lishment  of  a  seaprate  inter^ncy^coordinating  office  to 
^  promote  more  efficient  services  to  tlhe  severely  handlcappeS 

11.     (21)     Implementation  of  a  VR  tracking  system  to  keep  track  of  rejectees 
to  see  if  they  later  become  eligible 
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.  J!  •  '  .     "  .  .  • 

the  respondents  agreed  that  "implementation  of  a  weighted  case  closure  syst^em 

in  VR  agencies"  would  provide  greater  incentive  for  working  with  the  Severely 

handicapped.     .  *  ^ 

JOB  PLACEMENT  OF  THE  SEVERELY  HANDICAPPED 
The  ultimate  goal  of  the  vocational  rehabilitation  agency  is  to  place  in* 

a  suitable  job  each  disabled  person  to  whom  it  is  providing  rehabili-tation 

<  ■  "* 

services.    With  the  increased  emphasis  on  service  to  the  severely  handicapped, 
it  becomes  important  to  know  what  difficulties  or  differences  might  be  expected 
in  the  area  of  job  placement.    The  first  question,  then,  is,  "Is  it  more  difficult 
to  find  job  placements  for  those  people  who  are  severely  handicapped  than  fo^ 


those  neople  who  are  less  severely  handicapped?"    Ayl  overwhelming  majority  of 
97  percent  responded ^affirmative ly^  They  were  then  presented  with  a  list  of 
12  dif f iculties-^md  asked  to  check  those  which  applied.  ^ 

Job  Placement  Difficulties 

'Heading  the  list  of  job  placement  difficulties  was  '^lack  of  affordable  trans- 
^jortation,"  with  55  perceni:  of  the  respondents  checking  it.    There  were  two 
other  items  that  half  of  the  respondents  saw  as  greater  job  placement  d/.f f iculties 
for  severely  handicapped-  than  for  those  who  are  less  severely  handicapped,  namely:, 
"presumed  poor  risk  (Viorlanen's  Compensation)"   (53  percent),  and  "inadequate 
physical  facilities  (architectural  barriers^"  (50  percent).    Other  highly  rated 
difficulties  were  "high  unemployment  rate,"  "lack  of  work  for  the  homebound," 
and  "discrimination." 

■  o  '  .  \ 

Pre-Placemfint  Services  for^the  Severely  Handicapped 


Just  as  it  was  important  to  know  of  difficulties  in  placing  the  severely 
handicapj^pd,  ij;  is  also  important  to  know  whether  peop^  with  severe  handicaps 
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require  more  pr  different  kinds  of  services  to  Imprcfve  their  work  capacities  - 
and  to  ^ihance  their  employment  placement  from  those  series  usually  provided 
other  *  disabled  people.    Here\galn  an  overwhelming  98  percent  majority  agreed  that 
severely  handicapped  did  require  more^  of  different  kinds  of  services.  Heading 
the'  list  was  "more  aggressive^  placement  services,"  which  73  percent  of  the  re- 
pondents  checked.    This  statistical  result  is  consistent  with  the  support  for  the 
earlier  mentioned  policy  option  of  increasing  the  number  of  Job  development  and 
placement  specialists  for  the  most  severely  handicapped  within  the  .VR  agency.  Five^ 
kinds  of  services  were  agreed  up^n  by  betwe^  63  percent  and  65  perc'\ant  of  the  re- 
spondents;  they  were  "more  intensive  and/or  extended:. '(1)  evaluations,,  (2)  re- 
storative services,  (3)  counseling  sessions,  (4)  work  training,  and  (5)  follow-up." 
Sixty-two  percent  of  the  respondents  checked  "more  active  intervention  with 
environment  (e.g.,  house  modif icatiorl,  job  engineering)"  as  a  setVlce  that  se-  . 
vereiy  handicapped  require.    Clearly,  additional  services  are  required  to  ef- 
fectively seirve  individuals  with  severe  handicaps.  / 

^    ^.  *   ECONOMIC  CCWSIDERATIONS 

We  solicited  the  per^tions  of  rehabilitation  providers  of  the  relative 
cist  of  rehabilitating  severely  handicapped  people  as  opposed  to  the  less  severely 
handicapped.    The  three  items  that  better  than  nine  out  5f  ten  respondents  saw 
as  costing  more  for  the  rehabilitation  of  severely  handicapped  Individuals  In 
comparison  to  those  less  severely  handicapped  were:     (1)  job  finding  and  job 
placement  services  (95  percent) ;  (2)  physical  and  mental  restoration  services  ^ 
to  treat  conditions  that  are  stable  and  slowly  progressive,  including  activities 
of  daily  living  (93  percent);  and  (3)  overall  counselor  time  (92  percent). 
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^  REHABILITATION  FOR  INDEPENDENT  LIVINg 

A  program  of  rehabilitation  for  Independent  lifviog  is  one  which  would 
provide  comprehensive  rehabilitation  services  to  improve  the  ability  of  severely 
handicapped  peopleM:o  live  Independently  or  fpxction  normally  With^  their 
family  or  community  without  reference  to  vocational  goal,    A  basic  qi^stlon  is - 
whether  £he  rehabilitation  providers  feel  it  apprbpriate  for  the  State  VR 
program  ^o  serve  as  the  vehicle^or  providing  rehabilitation  services  for  in- 
dependent living.    Seventy-six  percent  of  the  respondents  felt  that  it  was 
either  "very  appropriate"  or  "apprppriate."    Ixx  fact,  50  percent  (585  of  l,16f) 
considered  it  "very  appropriate"  for  VR  to  do  rehabilitation  for  independent 
living. 

^  In  the  open-ended  comments,  114  respondents  felt  that  VR  doesn't  have  the 

staff,  money,  or  expertise  to  perform  such  a  task;  85  observed  that  a  program 
.  for  Independent  living  is  not  vocational  rehabilitation.    On  the  other  hand, 
199  commented  that  VR  la  the  agency  best  prepared  to  handle  Independent  living  , 
rehabilitation  and  can  be  ej^tended  to  do  so,    A  table  of  107  respondents  pointed 
out  that  severely  handicapped  individuals  have ^ a  right  to  such  services  and  listed 
benefits.  '  ^ 

Services  for  Independent  Living  Rehabilitation 

Tl^scope  of  services  that  might  be  required  for  a  comprehensive  rehabili- 
tation for  Independent  living  program  are  considerable.    A  list  of,  21  services 
believed  to  be  required  In  such  a  program  was  presented  and  respondents  were  ^ 
aslced  to  indicate  their  agreement  or  disagreement  that  each  of  the  services 
listed  would  effectively  as^st  the  severely  handicapped  in  a*  rehabilitation 
program  for  independent  giving.  ' 

On  all  21  services  at  least  four  out  of  five  respondents  agreed  upon  this 
contribution.    Heading  the  list  was  "instruction  and  training  in  activities  for 
daily  living,"  with  99  percent  either  strongly  agreeing  or  agreeing;  not  a 
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single  person  out  of  1,170  who  responded  to  that  item  strongly  disagreed.  Tied 
for  ^?icorid  on  the  list,  at  98  percent,  were  •'mobility  training,^*  "prosthetic 
and  orthotic  devices.  Braces,  wheelchairs,  etc.,"  and  "physical  therapy." 
^Th^d  in  degree  of  agreement  were  "occupational  therapy",  "homemaker  services", 
^d  "transitional  living  arrangements"  at  95  percent.    Tied  for  fifth,  with  94 
pertent  agreeing,  "rehabilitation  medicine  services,"  "psychological  therapy/ 
CQonseling,"  and  finally  "identity  building  (role  as  family  member,  sex  partner, 
consumer,  etc.)." 

CONSUMER  INVOLVEMENT 
Less  that  2  percent  of  the  rehabilitation  providers  checked  "advocacy" 
as  the  main  emphasis  of  their  work.    Less  than  2  percent  described  their  or- 
ganization  as  a  "consumer  organization  representing  the  Randicapped."  Yet 
85  percent  agreed  with  the  policy  option  of  "greater  involvement  of  the  severfely 
disabled  consumer  in  planning, * delivery,  and  evaluation  of  rehabilitation  services. 
An  even  higher  numfeer  (87  percent)  agteed  with  the  policy  option  of  "gifeater 
utilization  of  employed  handicapped  to  extend  employment  opportunities  to 
other  handicapped  in  the/feame  work  setting,  industry,  or  service."    As  a  means 
for  delivering  comprehensive  rehabilitation  services  for  independent  living, 
90  percent  of  the  respondents  rated  self-help  consumer  organizati^s  as  either 
'   "helpful"  or  "most  helpful." 

Respondents  were  asked  about  the  role  qualified  consumers  ^or  representatives 
of  consumer  organizations- can  play  in  improving  the  delivery  of  rehabilitation  ser- 
vices and/or  in  preparing  the  severely  handicapped -to  qualify  for  vocational 
rehabilitation  or  independent  living.     Four  out  of  five  respondents  checked 

information  resource"  (82  percent)  and  "referral  source"  (79  percent).  "Peer 
counseling"  was  checked  by  65  percent.    "Consumer  advisory  boards"  was  also 
highly  indicated  both  for  "the  State  VR  agency**  (72  percent  and  for  "other 
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rehabilitation  service  providers"  (62  percent).    The  most  frequent  write-in  * 
comment  in  the  last  section  of  the  questionnaire  was  "use  of  professionals, 
especially  handicapped »paraprofessionals." 

SERVING  SEVERELY  HANDICAPPED  AND  PROVIDING  ILR 
Ti-70  basic  c^destions  relate,  to  the  appropriateness  of  VR  both  for  serving 
the  severely  handicapped  on  a  priority  basis  and  for  independent  living  re-  , 
ha1)ilit£3^ion.     The  responses  to  these  questions  could  be  influenced  by  a 
variety  of  factors.     To  determine  whether  five  key  factors  affected  the  re- 
sponses, group  comparisons  were  made,  summarized  in  Tables  21-A  and  21-5.  The 
first  group  comparison  looks  at  whether  respondents  working  for  a  State  VR 
agency,  as  opposed  to  those  not  working  for  VR,  consider  It  more  or  less 
appropriate  for  VR  to  focus  the  major  portion  of  its  attention  on  serving 
the  most  ^Severely  handicapped. 

The  second  group  comparisdn^  "urban  vs.  rural,"  is  between  respondents 
who^resently  serve  a  majority  of  urban  clients  as  opposed  to  those  who^serve 
mainly  rural  clients.     The  third  group  comparison  was  made  to  determine  the  , 
effect  of  length  of  respondents'  rehabilitation  experience  on  responses.  The 
fourth  group  comparison  examined  the  relationship  of  responses  to  the  percentage 
of  severely  disabled  in  respondents'  caseloads.     The  fifth  and  final  group  com- 
parison focused  on  the  percentage  of  severely  disabled  clients  which  respondents 
•  placed  in  gainful  employment. 
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Table  21-4 

Group  Comparisons  on  "Appropriateness  for  VR  to  Focus  the 
Major  Portion  of  its  Attention  on  Serving  the  Most  Severely  Handicapped" 


Group  . 

Appropriate 

Appropriate 

Inappropriate 

Very  / 

J  / 

Inappropriate / 

10- 

Totals 

VR 

Non-VR 

N"  % 

233  35 
187  36 

N  % 

300  46 

233  44 

/ 

N  % 

1&2  16 
87  i7 

N  Z' 

22     '  /  3 
17             3  ■ 

/          •  ! 

657    100.0  j 
524    100.0  1 

 1 

Urban 
Small  City 
Rural 

90  35 
39  35 
21  28 

108  42 
54  49 
36  49 

44  ■  17 
16  14 
13  18 

 r 

15  6 
2  2 
4  5 

257    100.0  1 
111    100.0  i 
74  100.00 

Yrs .  Experience 
5  or  less 
More  than  5 

122  39 
294  34 

133  42 
395  46 

50  16 
138  16 

9            3  - 
30  4 

1 

314  100.0 
857  100.0 

Percent  of 
Severely  Handi-' 
capped  in 
caseload 
0-33% 

34-66% 

67+%  • 

82  26 
111     .  36 
149    ^'  47 

149  47° 
139  45 
131    \  41 

70  22 
52  16 
32  10 

16  J 
8           ^  3 
8  3 

Q1 7     i  nn  n 

310  100.0 
320  100.0 

Percent  of  , 

caseload 

Placed 
25%  or  less 
Mot'e  than 
25% 

50  37 
67  39 

60  45 
68  40 

„  20  15 
2%  17 

4.  3 
7          '  4 

134  100.0 
171^100.0 
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Appropriateness  for  VR  to  Focus  on  Most  Severely  Handicapped 

As  can  be  seen  from  .Table  21-4,'  there  was  very  little  difference  between  VR 
and  non-VR  respondents  as  to  whether  it  was  appropriate  for  VR  to  focus  the 
major  portion  of "its  attention  on  serving  the  mo§t  severely  handicapped.  In 
both  groups,  about  four  out  of  five  thought  it  either  appropriate  or  very 

appropriate.        -  ^ 

A  higher  percentage  of  respondents  serving  clients  in  an  urban  area  an- 
swered the  questibn  with  "very  appropriate"  than  did  respondents  with  rural 
clients.     But  this  dijference  canceled  out  when  "appropriate"  responses 
were  taken  account.  The  percentage  of  "inappropriate"  plus  "very  inappropriate" 
answers  was  also  the  same  for  both  groups  (23  percent).     The  same  general  re-^ 
sponse  pattern  of  little  overall  difference  in  "combing appropriates"  versus 

"combined  inappropriates"  occurred  with  the  group  coiiq)arlsons  based  on  the 
respondent's  yfears  of  experience  in  rehabilitation  and  on  the  percentage  of 
severely  handicapped  persons  the  respondent  was  able  to  place  in  employment. 

The  largest  difference  was  that  respondents  with  a  low  percentage  of  # 
severely  handicapped  in  their  caseloads  were  also  less  likely  to  believe  it 
appropriate  f or  VR  to  focus  its  attention  on  the  severely  handicapped^  than  those 
serving  a  high  percentage.     Of  those  with  a  low  percentage  of  severely  handi- 
capped, 73Apercent  thought  it  appropriate,  compared  to  .88  percent  of  those 
with  a  high  percentage.  ^  .  . 

The  overall  ^response  is  a  clear  majority  from  all  groups  believing  that 
it  is  appropriate  for  VR  to  focus  the  major  portion  of  its  attention  on  the 
severely  handicapped. 
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Appropriateness  for  VR  to  Serve  as  Vehicle  for  Rehabilitation  for  Independent 
Living  • 

i.  .  '  "  ■  . 

In  Table  21-^5,  the  overall  consensus  that  VR  was  the  appropriate  vechicle 

was  more-marked  than  the  group  differences.    VR  respondents  (74  percent)  were 

not  si*gnif icantly  different,  from  non-VR  respondents  (78  percent)^     One  difference  ' 

•Was  between  respondents  with  5  years  or  less  dr  rehabilitation  experience  (81  % 

percent)  contrasted  with  those  with  more^  than  5  years  experience  (74  percent). 

As  before,  the  biggest  difference  was  between  "those ^with  a  small  percentage 

of  severely  handicapped  on  their  caseload  (72  percent)  and  those  with  a  large 

percentage  of  severely  handicapped  (82  percent).     In  summary,  the  clear  majority 

believes  it  appropriate  for  VR  to  serve  as  the  vehicle  far  providing  rehabilitation 

services  for  independent  living. 

Capability  of  Serving  Additional  Numbers  of  Severely  Handicapped  ^ 
Table  21-6  presents  comparisons  for  the  same  five  groups  on  two  questions 

7 

about  service  capability.     The  most  significant  difference  was  that  a  higher 
percentage  of  non-VR  respondents  (74  percent)  as  compared  to  VR  respondents 
(5^  percent)  believed  themselves  personally  capable  of  serving  additional  numbers 
of  s^erely  handicapped  persons.  ^ 
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Table  21-5 


Group  Comparisons  on  "Appropriateness  for  VR  to  Serve  as  the 
Vehicle  for  Providing  Rehabilitation  Services  for  Independent  Living" 


—  >  

Group  of 
Responda^ts 

Very 

Appropriate 

Appropriate 

• 

Inappf 

oprlate 

Very 

Inappropriate 

Total 

N 

% 

N 

•  N 

Z 

N 

% 

% 

VR 

311 

48 

171 

26 

103 

16 

62 

10 

647 

100. 

Non-VR 

274 

53 

130 

25 

76 

15 

40 

8 

520 

100. 

Urban 

128 

50 

63 

•25 

46 

18 

7 

255 

100. 

Small  City 

65 

60 

24 

22 

.12 

7 

6  . 

109 

100. 

Rural 

'  . 

33 

45 

23 

32 

13 

4 

6 

73 

lOo. 

Yrs,  Experi- 

ence 

X  5  or  less 

156 

50 

97 

31 

42 

14 

17 

5 

31-2 

100. 

x^more 

than  5 

421 

50 

202 

24 

137 

16  , 

85 

no 

845 

'^lOO. 

Percent 

• 

Severely 

Handicapped 

0-33% 

138 

44 

87 

28 

53 

17 

35 

11 

313 

100. 

34-66% 

153 

50 

75 

25 

50 

16 

27 

9 

305 

■  lOOv 

67+% 

182 

58 

77 

24 

40 

13 

16 

5 

315 

100. 

Percent  Placed 

27' > 

^  25%  or  less 

74 

55 

20 

15 

11 

18 

14 

134 

100. 

More  than 

/ 

25% 

89 

52 

39 

23 

'  31 

A 

18 

12 

7 

171 

100. 
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'  Table  21-6 

Group  Comparisons  on  "Capability  of  Serving  Additional  Numbers  of 

Severely  Handicapped  People" 


Group 

RespondentB 

"Personally  Capable" 

"State  VR  Program  Capable" 

Yes 

No 

Yes 

No 

Total 

\ 

N 

■% 

N 

% 

N 

;  % 

N 

% 

N 

% 

VR 

NOn—VK 

296 
336 

59 
74 

203 
119 

41 
26 

532 
403  - 

83 
84 

110 

76 

17 
16 

642 
479 

100.0 
100.0 

Urban' 
Small  City 
Rural 

141 
77 
50 

62 
70 

87 
27 
21 

38 
26 
30 

187 
94- 
58 

78  . 

86 

82 

53 
15 
13 

22 
14 
18 

240 
109 
71 

100.0 
100.0 
100.0 

Yrs.^  Experience 
•    5  or/lesi3 
more  than  5 

193 
435 

67 
66 

95  ^ 
223 

33 
34 

244 
685 

81 
84 

56 
128 

19 
16 

300 
813 

-  100.0 

Ipo.o 

203 
168 
217 

% 

\ 

irercenu  oeverexy 
Handicapped 
0-33% 

34-66% 

67+% 

68 
61 
72 

94 
108 
84 

32 
39 
28 

253 
244 
257 

82 
81 
85 

55 
57 
46 

18 
19 
15 

308 
301 
303 

100.0  • 

100.0 

100.0 

Percent  Placed 
25%  or  less 
More  than  25% 

82 
104 

66 
68 

42 
49 

34 
32 

132 
105 

79 
81 

35 
25 

21 
19 

167 
130 

a 

100.0 
100.0 
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Percentage  of  Severely  Handicapped  Placed  In  Employment 

Several  iJi?)ortant  questions  were  raised  concemdLng  respondents  who  place 
a  significant  percentage] of  severely  handicapped  in  employment.  Of  rehabili- 
tation workers  who  are  involved  in  helping  severely  handicapped  fend  jobs,  are. 

."  •    *  .  » 

there  differences  between  those  who  place  a  greater  percentage  of  severely  handi- 
capped  vetsus  those  who  place  a,  smaller  percentage  in  (a)  experience,   (b)  attitude, 
or  (c)  knowledge?  ,  -  t 

Experience  —  The  results  from  persons  wlio  responded  on  both  the  questions 

about  their  ^ars  o£  experience  and  the  question  about  the  percentage  of  severely 

handicapped  that  they  were  able  to  place  were  cross-tabulated. 

Comparisons  were  made  between  the  respondents  who  reported  placing  more 
than  25  percent  of  the  severely  handicapped  people  they  served,  as  opposed  to 
those  who  reported  placing  less  than  25  percent.    Accorrding  to  Table  21-7,  those 
respondents  who  had  over  5  years  experience  in  rehabilitation-related  fields 
placed  a  considerably  higher  percentage  of  the  severely  handicapped  they  served. 


Table  21- 

«. 

7 

Respondents  ^ 

Respondents  having  0-5 
years  of  experience 

Respondents  having  6 
more  years  of  experience 

Number 

Percent 

Number 

Percent  9 

Respondents  who  placed  more 
than  25  percent  of  - 
Severely  handicapped 

46 

46  • 

125 

i 

61 

Respondents  who  placed  less 
than  25  percent  of 
severely  handicapped  ^ 

Total 

54 

,  54 

80 

39 

100 

100 

205- 

100 

526 
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tAttltude       For  obvidus  reasons,  respondents  were  ijiot  ask^ed  whether  they  them- 
'  selves  discritainate  against  applipants  in  making  eligibility  decisions.  The 
socially  desirable  response  would  consistently  be  "no."  *  However,  respondents 
were  asked  to  indicate  the^  extJent  of  their  agreement  or  disagreement' that  several 
characteristics  of  an  individual  (age,  race,  education)  actually  influence  most 
counselors'  decisions  to  accept  and  provide  rehabilitation  services  to  that 
individual  in  the  State  Vocational  Rehabilitation  program.     In  the  sense  that 
a  respondent  projects  his  own  experiences  and  biases  into  answering  the  qw^s- 
tion,  the  answers  reflect  the  respondents'  attitudes  toward  accepting  severely 
handicapped  for  rehabilitation.    For  example,  78  percent  of  respondents ^reporting 
a  larger  placement  percentage  of  severely  handicapped  (over  25  percent)  agreed 
that  a  client's  "ability  to  leave  home  to  make  appointments,  receive  services, 
etc."  influenced  counselors'  decisions,  while  89  percent  of  respondents  re- 
porting few  placement  percentage  agreed.    Similarly,  "high  school  or  additional 
education"  'as  a  factor  was  agreed  to  less  by  those  having  a  high  placement 
percentage  than  by  those  ip  the  lower  group. 

Having  a  "specific  job  available  upon  completion  o^  the  rehabilitation 
program"  influences  acceptance  decisions  according  to  55  percent  of  respondents 
having  larger  placement  percentages  and  63  percent  of  respondents  having  place- 
ment percentages  under  25  percent.  '  ^ 

Knowledge  --  One  measure  of  general  knpx^fledge  of  potential  opportunities  was 
the  question  that  asked  respondents  if  they  knew  of  "any  special  programs  for 
the ^severely  handicapped,  including  those  who  are  home^ound,  that  help  prepare 
them  for  vocational  rehabilitation  or  independent  living."    As  would  be  expected, 
thcfse  respondents  having  larger .  percentages  xvere  more  aware  of  special 'pro^^ams 
(51  percent)  than  those  respondents  having  smaller  plac^ent  percentages  (38  J 
percent) '  *  ^  / 


ERLC 


527 


511 

} 

In  sxunmary,  respondent^  who  reported  placing  a  higher  percentage  of^everely 
handicapped  individuals  generally  had  more^ears  of  experience/^  a  more  positive 
attitude  toward  acceptance  of  severely  handicapped  for  rehabilitation,  and 
greater  knowledge  of  special  programs  for  the  severely  handicapped. 

Geographic  Location 

« 

Because  a  person's  geographic  location  may  determine  the  availability  of 

resources  (counselor^,  accessible  facilities),  several  questions  were  raised 

concerning  differences  in  ansxi7ers  of  respondents  from  urban  versus  rural  areas. 

•* 

Probably  the  most  c'&itical  question  relates  to  the  influence  of  a  client's  lo- 
cation as  a  factor  that  might  influence  his  acceptance  into  VR.  Twenty-seven 
percent  of  respondents  serving  rural  clients  and  52  percent  of  respondents 
serving  urban  clients  agreed  that  whether  'a  client  is  living  in  an  urban  or 
semi-urban  area  as  opposed  to  a  rural  area  will  influence  most  counselors' 
decisions  as  -  to  v/hether  to  accept  and  provide  VR  services  to  that  individual.  - 

VR  DIRECTORS  ^ 
An  important  group  among  the  respondents  are  the  State  agency^lrectors 
themselves.     Of  the  82  directors,  63  or  77  percent  responded  to  the  question- 
naire.     Their  responses  were  examined  with  respect  to  |:hree  questions  that  re- 
late to  th^e"^73  Rehabilitation  Act's  mandate  to  serve  the  severely  handicapped 
first:     (1)  Have  VR  agencies  made  changes  to  improve  services?     (2)     Is  the 
State  VR  program  capable  of  serving  additional  numbers  of  severely  handicapped? 
and  (3)  Is  it  appropriate  for  the  State  VR  program  to  focus  the  major  portion 
of  its  attention  on  the  severely  handicarpped? 
^      On  the  first  question- 71  percent  ot  the  respondents  overall* reported  that 
their  agency  had  made  organizational,  procedural,  or  other  changes  within  the 
pasi  year  that  have  resulted  or 'would  result  in  improved  or  expanded  vocational 
rehabilitation  services  to  individuals  who  are  iitpst  severely  handicapped.  As 
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would  be  expected,  more  of  the  VR  respondents  reported  change  than  did  non- 
VR,  and  more  directors xfchan  their  staffs. 
<^         ^      Second,  on  tiie  question  of  whether  the  State  VR  program -was  capable  of 
serving  additional  numbers  of  severely  handicapped  people,  the  strongest 
affirmative ^opinious  came  from  State  VR  dir^ors  and. workshop  staff, 'with 
90  percent  of  both  agrteing.    Eighty-three  percent  of  all  respondents  ^greed. 

Third,  almost  all  State  VR  directors  (95  percent-)  thought  it  appropriate" 
(47  percent  "very  appropriate"  plus  50  percent  "appropriate")  for  the  State 
VR  program  to  focus  thfe  major  portion  of  its  attention  on  serving  the  most  severely 
handicapped.     Only  2  of  62  directors  thought  it  inappropriate,  and  none  thought 
it  very  inappropriate.    Eight-one  percent  of  all  respondents  agreed. 

In  that  the  specialized  caseload  was  ^a  strongly  supported  policy  option,'  but 
one  that  may  be  more  feasible  in  urban  areas  where  there  is  more  than  one 
counselor,  u^ban-rural  differences  were  examined.     Seventy-three  percent  of 
persons  serving  urban  caseloads  say  a  need  for  specialized  caseloads,  while 
only  65.  percent  of  persons  with  rural  caseloads  saw  such  a  need. 

Finally,  urban  areas  have  more  rehabilitation  facilities,  housing- a Iterna- 
tives,  and  places  of  employment.     Presumably,  the  number  of  accessible  facili- 
tiea  tti  urban  areas  in  greater  even  though  the  percentage  may  be  the  same. 
Sixty-seven  percent  of  rural  respondents  checked  "inadequate  physical  facilities 
(architectural  barriers)"  as  a  difficulty  in  placing  the  severely  handicapped, 
campared  to  oifly  43  percent  of  the  urban  respondents. 

I  MAJOR  CONSIDERATIONS  IN  THE  SURVEY  RESULTS 

Six  major  considerations  seem  to  stand  out  in  the  survey  results:     (1)  special- 
ized caseloads,   (2)  weighted  cases,   (3)  increased  funds,  (4)  rehabilitation  foif  , 
independent  living.   (5)  consumer  involvement,  and  (6)  barrter  elimination. 
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Specialized  Caseloadg  ^ 

Several  of  the  impediments  and  the  policy  options  seem  to  have  a  common 
element.    Two  of  the  highly  ranked  impediments  to  serving  the  severely  handi- 
capped were  "heavy  clie^it  load  per  VR  coxmselor,"  and  "lack  of  job  development 
and  placement  specialis^  for  the  most  severely  handicapped  within  the  state  VR 
agency."    Three  of  the  top  five  ranked  policy  options  address  these  same  im- 
pediments, but  in  the  form^ of  solutions.    Th^  top-ranked  option,  "Implementation 
of  intensive  traiiiing  programs  for  counselors  and  others  serving  the  severely 
handicapped,"  would  spread  the  expertise  that  already  exists.  Corresponding, 
in  a  sense,  to  the  "heavy  client  load  per  counselor"  impediment  is  the  secohd- 
ranked  polJl^  option  of  "Reduction  of  caseload  size  for  counselors  with  Special- 
ized caseloads  of  severely  handicapped,"    Also  under  the  general  rubric  of 

i 

specialized  programs,  is  the  fifth-ranked  policy  option,  "Establishment  of  a 
separate  program  within  VR  agencies  with  specialized  caseloads  to  promote  more 
efficient  services  to  the  severely  handicapped," 

Small  specialized  caseloads  seem  to  result  in  improved  services  to'  partlcul 
populations.    For  example,  the  blind,  the  deaf,  and  the  retarded  have  all  re-^ 
celved  more  effective  services  as  a  result  of  having  counselors  who  could  learn 
and  master  in  depth  the  specialized  Icnowledge  and  techniques  required  to  meet 
/effectively  the  needs  of  the  particular  dliBablllty  group.    The  general  caseload, 
counselor  must  have  difficulty  leamljig  about  automobile  hand  controls  forxpara- 
pleglcs,  mobility  training  for  the  bllhd,  sources  of  Interpreters  for  the  deaf, 
and  a  myriad  of  other  specialized  services  required  by  each  of  the  different  • 
di8ab*lllty  groups. 

Several  examples  of  vocational  rehabilitation  programs  with  specialized 
counselors  are  worth  noting.     George  Washington  University's  Research  and 
Training  Program  has  developed  a  program  for  severely  handicapped  persons  that 

/ 
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Includes  not  cSnly  counselors  specialized  in  severe  disability  but  in  job  re'-  j 
structuring  and  'rehabilitation  engineering.    Several  of  the  Spinal  Cord  Injury 
Centers  funded  by  the  Rehabilitation  Services  Administration  have  specialist 
counselors  assigned  by  the  State  VR  agency  who  have  amassed  considerable  ex- 
pertise about  the  variety  of  cons-iderations  (Irom  neurological  to  architectural) 
involved  in  helping  individuals  with  spinal °cord  injury  to  find  physical  and 
vocational  independence.     Several  State  VR  agencies  have  already  developed  or 
are  now  developing  specialty  units  for  the  deaf,  the  mentally  ill,,  an^  other  tar- 
get  group  populations  of  the,  severely  handicapped.    To  the  extent  that  agencie^  ar^ 
large  enough  to  support  such  specialization  efficiently,  it  appears  that  severely 
handicapped  can  be  better  served.  * 

Weighted  Cases  /;  .  , 

In  the  list  >of  29  potential  impediments  to  serving  individuals  with  severe- 

r  t 

handicaps,  ti-7o  highly  correlated  items  ranlced  fifth  and"  sixth.    The  fact  that 
the  VR  agency  is  "required  to  rehabilitate  the  maximum  number  of  disabled  to 
retaijn  its  appropriation  and  support"  is,  in  great  part,  what  leads  to  the 
"inappropriateness  of  rehabilitation  quotas' (stated  and  implied)  imposed  upon  ' 
VR  counselors."    To  correct  these  major  impediments,  the  third-ranked  policy 
option  entailed  the  "Implementation  of  a  weighted  case  closure  system  in  VR 
to  provide  greater  incentive  for  working  with  the  severely  handicapped." 

Whether  it  makes  more  sense  to  'H^eight"  the  difficulty  of  the  case, at  the 
end  of  the  rehabilitation  program,  upon  closure,  or  at  the  start  of  the  program, 
upon  acceptance  and  evaluation,  is  an  open  question.     But  the  introduction  of  an 
objective  measurement  system  <;hat  takes  into  account  such  factors  as  the  cj.ient's 
employment  history,  economic  status,  physical  functioning,  psychological  adjustment, 
and  social  competency,  could  properly  weight  the  counselor's  efforts. 
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To  date,  however,  the  research  on  weighted  closures  does  not  sh0/  major 

break  throughs.    Case  difficulty  which  requires  effort  and  severity  of  handicap- 

^     are  often  x:onfused. 
« 

Increased  funding  4 

Three  of  the  qiiestlons  to  which \a  large  number  of  persons  responded  with 
comments  related  to  the  capability  or  appropriateness  of  the  State  VR  agency 
to  serve  severely  handicapped.     One  variation  or  another  of  the  response,  "with 
more  staff  and  niore  Ju^s,"  was  the  most  frequent  comnient  throughout  the  questlonnai: 

A  similar  pattern  shm^ed  up  In  the  responses  to  other  questions.  For 
example,  on  the  question  about  impedlmints  to  serving  the  severely  handicapped, 
"Insufficient  funds  for  the  purchase  of  rehabilitation  services"  ranked  first, 
well  above  the  other  28  problems.     Individuals  who  are  severely  handicapped 
were  perceived  as  requiring  more  resources  (e.g.,  physical  and  mental  restora- 
tlon,  counselor  time,  and  job  placement)  In  conrparison  to  Individuals  who  are 
less  severely  handicapped.    Three-fifths  of  the  respondents  believe  that  there 
are  severely  handicapped  Individuals  who  would  not  be  accepted  into  the  program 
even"  though  their  disabilities  and  functional  limitations  are  identical  with 
those  of,  the  severely  handicapped  person  who  is  accepted  into  the  program.  One 
wonders  hoxj  many  of  tfe  severely  handicapped  are  '^jersons  w4io  (a)  are  turned 
down  due  to  lack resources  (even  though  it  is  not5::^an  acceptable  reason  on 
*    the  R-300  form),  or  (b)  don't  even  bother  to  apply  because  they  have  been  dis- 
couraged by  other  severely  handicapped  who  have  been  underserved  due  to  lack 

of  re™.  I    '  , 

As  shown  in  Chapter  28  ,  one  ot  the  options  presented  for  improving 

services  to  the  severely  handicapped  is  Increased  funding  for  the  vocational 
rehabilitation  program. 
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Rehabilitation  for  Independent  Living  '  •  ^ 

*  Three  points  come  through  clearly  in  the  response  of  the  rehabilitation 
providets  to  rehabilitation  for  independent  living.    First,  three  out  of  four 
of  the  respondents  felt  it  appropriate  for  the  State  VR  program  to  serve  as 
the  vehicle  for  providing  rehabilitation  services  for  independent  living. 
Second,  a  wide  variety  of  services  is  required,  ranging  ffom  "instruction  and 
training  in  activities  of  daily  living"  and  "mobilitj^  training"  to  "transitional 
living  arrangements"  and  "identity  building."    And  third,  a  wide  variety  of 
service  delivery  methods  are  viewed  as  helpful,  ranging  from  services  to 
homebound  and  institutionalized  persons  to  utilization  of  families  of  the 
severely  handicapped  and  Self-help  consumer  organizations. 

Elimination  of  Barriers  ^ 

On  the  list  of  29  problems,  the  largest  percentage  (93  pergftort)  of  respon- 
dents agreed  that  "lack  of  usable  transportation"  was  a  major  impediment  to 
serving  the  severely  handicapped.     And  yet,  a  relatively  sm«U  proportion  of 
services  are  directed  at  alleviating  or  eliminating  the  barriers.     Only  14 
percent  of  the  respondents  reported  that  special  transportation  was  one  of  the 
services ^hat  they  provide.     Since  the  VR  program  is  time-limited,  the  issue  of 

I 

post-rehabilitation  transportation  may  be  what  is  reflected  in  the  identification 
of  this  issue.     Except  where  van  lifts  or  automobile ^hand  conLfols  are  provided, 
rehabilitation  service  providers  apparently  view  the  post-rehabilitation  re-  ^ 

» 

sponalbllities  in  transportatioii  as  outpide  of  their  domain. 

The  same  discrepancy  occurred  beti^een  barriers  in  houping  ao  an  impediment 
and  home  modifications  as  a  provided  service.     Eighty-nine  percent  of  the  re- 
habilitatiori  respondents  agreed  that  "lack  of  barrier-free  housing"  x^asajig- 
nificant  impediment  to  serving  the  severely  handicapped.    Almost  all  i^^ndents 
(96  percent)  agreed  that  home  modifications  would  effectively  assist  the  severely  , 
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handicapped  in  a  rehabilitation  for  independent  living  ^program.  However,^ 
only  5  percent  of  such  respondents  are  actually  engaged  in  providing  home 
modification  services. 

Ninety  percent  of  the  respondents  agreed  that  "lack  of  barrier-free 
employment  settings"  v/as  a  major  impediment  to,^erviiig  the  severely  handicapped. 
However,  rehabilitation  service  providers  apparently  do  hot  pee  the  elimination  ^  . 
^  architectural  and  other  barriers  as  a  part  of  their  regular  responsibilities. 
Funds  allocated  for  the  elimination  of  such  barriers  would  facilitate  access 
to  rehabilitation  services  by  the  severely  handicapped. 

In  a  few  States  the  VR  agency  has  taken  on  the  responsibility  of  Bliminating 

-i 

some  of  these  barriers.    For  example,  the  Massachusetts  Rehabilitation  Commission, 
has  funded  the  purchase  of  wheelchair-accessible  vAns  for  group  transportation, 
in  addition  to  providing  fiand  controls  and  driving  training.     The  agency  has 
also  worked  with  local  housing  authorities  to  acquaint  counselors  with  avail- 
ability  of  barrier-free  housing  and  has  supported  legislation  that  was  subse- 
quently enacted  to  provide  $10  million  for  barrier-free  housing  in  the  futuire. 
With  respect  ,td  the  lack  of  barrier-free  eraplo^nt  settings,  the  agency  has  set 
the  requirement  that,  before  any  new  leases  are  signed  for  rehabilitation  offices, 
v^the  new  facility  must  be  completely  free  of  barriers  to  the  handicapped;  it  is 
represented  on  the  State  Architectural  Barriers  Boarcfe  and  it  has  supported 
legislation  that  was  erected  to  strengthen  the  compliance  powers  of  the  Board 
in  enforcing  accessibility  in  new  construction.     It  is  clear  from  this  example 
that  agencies  can  be  advocates. 

^  '  ■ 

'SUMMARY 

In  summary,  1,198  rehabilitation  pro\rLders  were  surveyod  to  obtain  their 
collective  perception  of  the  ne^is -meeting  system  for  individually  with  severe 
handicaps.     The  data  for  all  respondent^  were  summarized.     Group  comparisons 
and  other  analyses  were  briefly  highlighted.     Discussion  centered  around  six 
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policy  options  that  received  considerable  support:     (1)  specialized  caseloads, 
(2)  x^eigh ted  cases,  (3)  increased  funds,   (4)  rehabilitation  for  independent 
living,   (5)  consumer  involvement,  and  (6)  elimination  of  barriers. 

The  clear  majority  of  respondents  consider  it  appropriate  for  ifie  State 
Vocational  Rehabilitation  program  both  (1)  to  focus  the  major  portico  of  its 
attention  on  serving  the  most  severely  handicapped  and  (2)  to  serve  as  the 
vehicle  for  providing  rehabilitation  services^  for  independent  living.  .Both 
in  terms  of  vocational  rehabilitation  and  independent  living  rehabilitation 
for  the  severely  4[iandicapped,  the  potential  for  improving  services  is  clear. 


Realization  of  that  potential  will  require  more  staff  and  laoney  ifhan  are 
curtently  available. 
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Chapter  22 
REHABILITATION  FACILITIES  AND  WORKSHOPS 


It  is' not  possible  to  discuss  rehabilitation  of  any  type  for  the  most 
severely  handicapped  without  consideration  of  rehabilitation  facilities  and 
workshops.    Facilities  play  a  key  role  in  evaluation  and  service  provision. 
Workshops  are  often  the  major  source  of  skill  training  and,  too  often,  the 
only  source  oft.work  in  an  economic  system, which  allocates  jobs  by  4&arket 
principles. 

The  many  types  of  .. rehabilitation  facilities  include  the  comprehensive, 
rehabilitation  center,,  the  spinal  cord  injury  center,  the  rehabilitation 
-  workshop,  the  vocation  evaluation  arfa"  work  adjustment  center,  speech  and 
hearing  centers,  rjptical  aids  clinics,  halfway  houses  for  the  mentally 
ill  and  for  the  mentally  retarded  and  the  activity  center.     Some  of  the 

4 

facilities  are  large;  some,  small.    A  single  facility  may  serve  all 

^       jr  .  ,  ,  • 

disability  groups  or  only  those  in  a  selected  disability  "oat^gpay.  Som^ 
are  sponsored  and  operated  by  public  agedcies,  but  most  are  under  voluntary 
auspices.    Regardless  of  its  size,  sponsorship,  program  emphasis,  or  client 
population,  each  facility  playS  an  important  role  in  rehabilitation. 

4  TYPES  OF  FACILITIES 

Rehabilitation  facilities  draw  upon  many  disciplines  for  their  services. 
The  range  of  services  which  may  be  found  in  a  facility' is  reflected  in  the 
Rehabilitation  Act  of  1973,  which  describe?  a  rehabilitation  facility  as 
providing  "...singly,  or  in  combination,  one  or  more  of  the  following  services 
for  the  handicapped  individuals:     (1)  vocatiottaCl  rehabilitation  services  which 
include,  under  one  management,  medical,  psychological,  Social  .and  vocational 
services;  (2)  testing,  fitting,  or  training  in  the  use  of^rosthetic  and  orthotic 
devices;-  (3)  prevocational  conditioning  or  recreational  ther^y;  (A)  physical^nd 
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occupational  therapy;  (5)  speech  and  hearing  therapy;  (6)  psychological 
and  social  services;  (7)  evaluation  of  rehabilitation  potential;  (8)  personal 
and  work  adjustment;  (9)  vocational  training;  (10)  evaluation  or  control  of, 
spJtific  disabilities;   (11)  orientation  and  mobility  services  to  the  blind.; 
and  (12)  extended  employment  for  those  handicapped  indiyiduals  who  cannot 
be  readily  absorbed  in  the  competitive  labor  market.     These  services  ar^ 
rendered  with  the  common  objectives  of  assi^f^|Jpg  the  handicapped  individual 
^to  function  at  his  Tn^vfTimm  physical,  personal,  and,  vocational  level." 

Rehabilitation  centers  and  rehabilitation  workshops  both  had  their  be- 
ginnings in  the  nlneteentfe^  century,  preceding  the  establishment  of  the 
State^Federjal  vocational  rehabilitation  program  by  many  years.    One  of  the 
first  to  be  established  was  the  Cleveland  Rehabilitation  Center    which  dates 
back  to  1889.     In  1917  the  Red  Cross  opened  the  Institute  for  the  Disabled 
in  New  York.    The  first  workshop  was  established  in  l840  in  Massachusetts  to 


provide  employment  to  graduates  of  the  Perkins  School  for  the  Blind.  From 
theae  beginnings  there  are  today  about  1,000  rehabilitation  centers  in  the 
United  States  and  2,500  rehabilitation  or  sheltered  workshops. 

t 

Rehabilitation  Centers 

Early  proponents  viewed  the  rehabilitation  center  as  a  special  type  of  S 
rehabilitation  facility  which  would  join  the  many  evaluative  and  therapeutic 
ef^f^trts  of  medicine  and  Important  nonmedical  therapeutic  services,  including 
adjiistment  training,  social  , and  recreational  training,  vocational  counseling, 
job  tryout  and  vocational  training.    This  combination  of  services  makes  it  possible 
to  give  slmuOLtaneous  consideration  and  treatment  to  a  wide  range  •of  probleipsV 
presented  by  the  disabled  individual.    The  setting  frequently  provides  stimulation 
for  a  higher  and  more  sustained  form  of  motivation  within  the  client,  a  key 
factor  in  rehabilitation.     The  rationale  is  based  on  the  conviction  that  severe 
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problems  call  for  intensive  effort  and  specialized  skills  working  in  concert. 

Rehabilitation  centers  exist  in  a  variety  of  forms  and  are  found  in  various 
administrative  settings.    They  tend  to  be  either  medically  or  vocationally 
oriented.    The  medically  oriented  center  is  generally  a  part  of  a  general 
hospital,  medical  school,  or  hospital  center.    As  the  term  implies,  it 
has  a  strong  emphasis  on  medical  and  medically^ related  services.    Our  survey 
of  clients  of  these  qenters  gave  a  flavor  of  how  such  a  center  works.  Its 

« 

counterpart  is  the  vocationallyNoriented  -center  in  which  medical  services 
are  supplement;e/i  in  a  mijor  way  by  vocational  counseling,  testing  and 
training.    These  centers  are  strong  in  prevocational  services. 

While  the  comprehensive  rehabilitation  center  ±h  thought  of  as  being  de- 
signed primarily  with  the  severely  disabled  in  mind,  it  can  serve  persons  who 
have  only  moderately  severe  disabilities.    The  versatility  of  the  rehabili- 
tation center  in  meeting  a  broad  range  of  rehabilitation  problems  from 
single  to  complex  disability,  from  the  moderate  to  the  more  severe,  has  meant  " 
the  broad  utilization  of  centers  by  increasing  numbers  of  Rehabilitation 
clients  of  State  agencies. 

There  is  also  increasing  evidence  that  there^is  value  in  centers  that 
are  both  comprehensive  in  service  and  accept  a  broad  range  of  disability 
problems.    Many  .of  the  dif ferent4ii^a^lity  problems  have  common  elements  of 
service  need. 
Workshops  • 

Workshops  are  receiving  ever-increasing  attention  and  utilization  as  an 
Important  resource  for  handicapped  persons  who  need  the  services  they  provide. 
Their  usefulness  may  be  attributed  to  the  work  evaluation  services  they  offer 
as  well  as  work  itself. 

The  workshop  offers  services  which  can  enhance  the  likelihood  of  success 

•  \ 
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when  the  handicapped  person, se^ks  a  job  in  the  Industrial  world.    Use  of  a 
sheltered  work  settling  may  be  c6ncelved  of  as  a  means  of  providing  transitional 
or  long-term  work  experience  according  to  the  abilities,  interests,  aptitudes, 
and  needs  of  the  individual.  y 

There  are  the  multi-disability  workshops  serving  all  disability  groups, 
such  as  the  Gk}odwlll  I^pdus tries  workshops,  and  there  are  single  disability 
workshops  such  as  those  for  the  blind ,  mentally  retarded,  cei^^bral  palsied, 
emotionally  disturbed,  and  the  epileptic. 

Workshops  are  located  in  all  kinds  of  places.    They  vary  from  large 

bright  factory  buildings  with  modem  equipment  to  a  small  room  with  pedjjl/e 

working  around  a  single  table.    Although  some  may  look  like  industrial 

establishments,  they  may  also  bear  resemblance  to  an  occupational  therapy 

room  in  a  hospital. 

Three  groups  of ^handicapped  people  are  generally  considered  to  need  the 

services  of  a  sheltered  Workshop:     (1)  those  who  have  never  worked  or 

have  lost  their  skills  and  work  habits  as  a  result  of  injury  or  disease; 

(2)  those  who  for  some  p^chologlcal  or  ^social  reason  are  not  acceptable  to 

competitive  Industry  without  the  development  of  proper  work  habits  and  p;roductlve 

skills;  and  (3)  thode  who  should  have  regular  full-time  or  part-time  work  but 

are  Incapable  o^  meeting  regular  Injli^trial  standards. 

Workshops  Strive  to  provide  a  variety  of  rehabilitation  services  related 

to  work  experience.    They  are  designed: 

1.  To  provide  prevocatlonal  evaluation,  on-the-job  training,  and  job  tryout. 
Workshops  are  staffed  and  equipped,  to  varying  degrees,  to  provide  vocational 
traln;Lng  in  job  areas  represented  in  the  community.    The  development  of  job 
skills  is  Important  preparation  for  employment  in  Industry. 

2.  To  provide  work  hardening.    Clients  are  often  required  to  gradually 
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build  up  their  work  tolerance  to  the  point  of  full-time  employment.    The  work- 
shop, fulfills  this  ne6d  by  gearing  the  dally  work  activities  to  accommodate 
the  physical  capacities  of  the  handicapped  person. 

3..    To  provide  therapy.    Forced  idleness  is  not  conducive  tb  the  improvement 
of  the  handicapped  person.    The  importance  of  work  to  the  individual  and  to 
society  has  been  clearly  recognized  and  acknowledged  by  those  who  have  made  a 
study  ojfthe  subject.    Employment  in  itself  is  considered  to  have  therapeutic 
value  and  is  an  essential  ingredient  of  well-being.    Although  earning  income 
may  be  considered  the  primary  purpose  of  work,  it  also  has  a  social  function 
and  is  a  means  of  self-expression. 

4.    To  provide  opportunities  for  personal  adjustment.    Many  workers,  both 
abled-bodied  and  disabled,  lose  th^-%ob8  as  a  res?ilt  of  the  inability  to  get 

/  •  » 

along  with  their  fellow  workers  and  supervisors  rather  than  because  of,  poor 
productive  performance.    These  emotional  problems  are  recognized  and  dealt 
with  in  the  workshop  with  the  assistance  of  social,  psychological,  and 
psychiatric  services.    One  of  the  important  and  effective  services  of  the 
workshops  €or  the  mentally  retarded  is  found  in  the  area  of  personal  adjust- 
ment . 

5.  To  cultivate  good'Work  habits.  '  Proper  work  habits  not  only  increase 
the  employmeij  potential  but  help  to  insure  continuation  on  the  job  following 
placement. 

6.  To  provide  extended  employment  to  those  handicapped  people  who  cannot  ^ 
readily  find  o:7  be  placed  iT  employment  in  the  competitive  labor  market.  Many 
thousands  of  severely  handicapped  people  cannot  work  in  competitive  employment 
and  require  the  environment  and  supportive  services  of  a  sheltered  workshop 

in  order  to  earn  money  and  to  achieve  tlie  self-reliance  and  the  self-f?ulf  illment 
that  can  come  through  paid  work. 
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Wagner  -  O'Pav  Act  and  Workshops 

Lack  of  contract  work  on  a  8U8tainetK|nd  regular  basis  is  a  major  problem 
of  sheltered  workshops.    A  continuous  flow  ofvwork  is  necessary  to  keep  employees 
productively  engaged  and  to  maintain  the  workshop's  rehabilitation  services, 
since  work,  along  with  supportive  rehabilitative  services,  is  the  means  by 
which  the  workshop  accomplishes  its  objectives.     Inability  to  provide 
employment  defeats  the  very  purpose  of  the  i»orkshop's  existence. 

Most  workshoj)  directors,  even  those  employing  ^ull-tlme  salesmen, 
devote  considerable  effort  to  the  procurement  of  contract  work.    Ever  since 
1938,  when  the  Wagner-O'Day  Act  (P.L.  739-75th  CongtiBss)  was  enacted  to  provide 
employment  opportunities  for  the  blind  in  the  manufacture  of  products  to  be  ^ij 
sold  to  the  Federal  Government,  leaders  in  the  workshop  field  serving  the 
nonblind  have  been  hopeful  that  this  same  preferential  treatment  would  be 
extended  to  facilities  serving  all  types  of  disabled  persons.    It  was  antici- 
pated that  the  vast  resources  and  needs  of. the  Federal  Government  would  afford 
a  solution  to  the  "feast  or  famine"  situation  that  many  workshops  face.  With 
t^e  Federal  Government ^as  a  major  customer  and  dependable  purchaser,  workshop 
•  directors  and  other  k^  personnel  would  be  able  to  devote  more  time  to  rehab- 
ilitation and  management  functions. 

The  Wagner-O'DayAct  of  June  25,  1938  made  it  mandatory  for  all  government 
agencies  to  purchase  certain  items  fi|}m  qualified  agencies  for  the  blind.  The 
Committee  on  Purchase  of  Blind-Made  Products,  created  by  the  Act,  selected  the 
items,  which  were  published  in  catalog  form,  known  as  the  "Schedule."  The 
Committee  also  established  a  fair  market  price  for  the  items.  The  price  could 
vary  as  market  conditions  changed.  This  Committee  is  now  the  Committee  for 
Purchase  from  the  Blind  and  Other  Severely  Handicapped. 

A  nonprofit  agency,  the  National  Industries  for  the  Blind,  was  crBat^d 
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in  1938  to  deal  with  government  purchasing  offices  and  to  distribute  the 
purchase  orders  to  the  nonprofit  workshops  for  the  blind  enrolled  in  the 

4 

program.     There  are  now  87  workshops  in  36  States  affiliated  with  the 
organization*    They  employ  500  blind  workers  and  produce  435  items  for  the 
Federal  Government*    Gross  volume  sales  have  been  over  $30  million  a  year 
under  U.S.  Government  contracts.     (See  preceding  chapter,  The  Blind  and 
the  Visually  Disabled,  for  further  discussion  of  employment  of  the  blind  j 
in  workshops.)  \  * 

Public  Law  92-98^  ef f ectiv^June  23,  1971,  amended  the  Wagner-O'Day  Act 
in  two  major  aspects.     First,  it  extended  the  special  priority  in  selling/ 
products  to  the  Federal  Government  that  had  previously  be^n  reserved  for  the 
blind  to  workshops  employing  other  severely  handicapped  workers.  Second, 
it  expanded  the  category  of  contracts  to  include  "services."    Workshops  for 


the  blind  will  continue  to  have  first  preference  in  the  s^le  of  commodities^ 
and,  until  December  31,  1976,        the  contracting  of  services.    After  that 
date,  all  nonprof i£^organizations  serving  the  handicapped  will  receive 
equal  treatment  in  the  awarding  of  contracts  for  services,  which  will  include 
such  diverse  activities  as  cleaning  and  maintenance,  printing,  automatic 
data  processing,  packaging,  letter^hop  services,  assembling,  and  any  of  the 


or 

varied  service  functions  now  performed  by  workshops. 

In  April  1974  the  National  Industries  for  the  Severely  Handicapped 
(NISH)  was  created.    NISH  provides  the  means  of  extending  the  benefits  of 
P.L.  92-28  to  workshops  serving  the  severely  handicapped  other  than  the  blind 
At  the  end  of  April  1975,  NISH  had  certified  250  such  workshops  to  participat 
in  the  program.    As  of  that  date  32  of  the  workshops  were  producing  17  produc 
and  24  services  required  by  Federal  Agencies. 
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Accreditation  of  Rehabllltatfbn  Fa'CMltles 

There  are  three  national  agencies  that  accredit  rehabilitation  facilities 
as  a  meanjs  of  assuring  quality  services  in  accordance  wi:h  prescribed  standards'^ 
'  the  Commission  on  Accreditation  of  Rehabilitation  Facilities  (CARF)r  the 
National  Accreditation  Council  (NAC) ,  whose  standards  apply  to  facilities 
serving  the  blind  and  the  visually  handicapped;  and  Goodwill  Industries 
of  Ameiiica,  which  accredits  .only  Goodwill  workshops.     The  State  Administrators 
of  Vpcational  Rehabilitation  adopted  a  resolution^in  1970  that  requires  all 
rehabilitation  facilities  used  by  the  State  VR.f?agencies  ito  be  accredited  by 
CARF  or  NAC  or  to  have  made  plans  for  accreditation  by  1976.     In  addition, 
the  Rehabilitation  Services  Administration  requires  tljat  rehabilitation  facili- 
ties applying  for  Training  Service  Grants  under  the  Rehabilitation  Act  sub- 
stantially meet  the  standards  promulgated  by  the  Secretary  of  Health,  Education, 
and  Welfare.     As  of  January  1,  1975,  20  States  required  rehabilitation 
.facilities  to  be  accredited  in  order  to  serve  clients  of  the  State  vocational 
rehabilitation  agencies. 
Utilization  of  Rehabilitation  Facilities 

The  significant  role  of  reliS^ilitation  facilities  in  the  State  VR  programs 
is  seen  in  the  growing  expenditures  for  rehabilitation  facility  services  by 
State  agencies  and  in  the  increasing  number  of  State  VP.  agency  clients  who 
are  sent  to  the  rehabilitation  'facilities  for  services.    Data  for  the 
period  1964-1973  are  as  follows: 
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Table  22-1 


Use  of  Rehabilitation  Facilities  by  State  Vocational  Rehabilitation 

"J^encies,  1964-1973 


VR  clients 

Percent  of 

Case  Service 

Percent  of 

served  in 

Clients 

funds  spent 

case  service 

facilities 

Served 

in  facilitlfes 

funds  spent 

9.5 

$  15 

20 

1964 

'  38,000 

19 

22, 

1965 

46,000 

10.6 

30 

27 

1966 

57,000 

11.6 

•42 

26 

1967 

65,000 

11.4 

•    •  55 

28 

1968 

rlO  1,000 

14.9 

6^ 

24 

1969 

132,000 

16.8 

77 

25 

1970 

142,000 

16.2 

97 

28 

1971 

193,000 

19.3 

110 

28 

1972 

199,000 

18.0 

114.6 

28 

1973 

211,000 

18.0 

Source:    William  H.  Button,  "The  Role  and  Characteristics  of  Vocational 
Rehabilitation  Facilities:    Based  on  Data  Generated  by  the  RRR 
System,"  State  Rehabilitation  Facilities  Specialist  Exchange. 
September-October  1973,  p.l. 

♦ 

In  addition  to  providing  services  to  the  State  VR  agencies,  rehabilit/ation 
facilities  serve  disabled  people  who  are  self-ref eri^ed^ or  referred  by  physicians, 
insurance  carriers.  Workers'  Compensation,  Medicaid,  Medicare,  welfare  agencies, 
and  other  public  and  private  human  service  agencies. 

Many  severely  handicapped  people  could  benefit  vocationally  from  the  services 

provided  by  rehabilitation  facilities  but  are  not  receiving  thesq  services  because 

the  VR  agencies  have  insufficient  funds  with  which  to  purchase  th^aervices.  For 

example,  workshops  are  serving  about  90,000  clients,  whereas  it  is  estimated  that 

1 

a  million  disabled  could  benefit  by  employment  in  sheltered  workshops.  The 

1^    Committee  "^n  Government  Operations,  Operation  of  the  WagneirO'Day 
Act,  House  Report  No.  93-1315  (1974). 
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facilities  themselves  cannot  help  because,  relying  as  they  do  upon  voluntary 
coii'tributions  for  their  basic  support  and  capital  needs,  they 'are  in  a  constant 


STUDIES  OF  WORKSHOPS 


stiruggle  to  survive.  • 

OF 

The  literature  indicates  much  controversy  over  the  present  and  future 
value  of  workshops  to  their  cl,ient-empJ.oyees,"  particularly  with  regard  to  the 
question  o^" terminal"  vs.  "turnstile"  shops.     Terminal  workshops  are  those 
which  retain  their  disabled  employees  indefinitely,  wliile  turnstile  workshops 
are  those  whose  purpose  It  i?  to  prepare  their  employees  for  competitive 
employment  and  *to  place  them  in  a  nonsheltered  setting. after  a  short  time. 
A  third  kind  of  workshop,  which  ha^  only  recently  appeared  on  the  scene  in 
this  country,  is  the  "competitive"  workshop,  which  combines  aspects ^f  sheltered 
and  competitive  employment  by  paying  competitive  wages  and  attempting  to  achieve 

financial  autonomy,  yet  providing  working  conditions  specially  adaj^ted  to  disabled 

> 

workers.     The  study  of  woi^shops  now  being  funded  by  RSA  is  expected  to  clarify 
many  of  the  issues.  *•  . 

Terminal  Workshops^ 

* 

Defenders  of  the  terminal  workshops  assert  that  their  value  lies  in  their 

ability  to  confer  uppn  even  the  most  severely  handicapped  the  dignity  and  inn'^te 

2  ^  I 

value  of  work.      Black  asserts  that  workshops  combine  th€\valuable  functions  of 

rehabilitation,  welfare,  and  business  for  the. ultimate  benefit  of  the  client- 
employee. 

More  critical  writers  agree  that  terminal  workshops  combine  a  variety  of 
social  functions,  but  disagree  as  to  their  beneficial  effects  .  For  example, 
one  speaks  of  the  workshops  as  "a  vagti^  combination  of  the  workhouse,  the  almshouse. 


2.     Bertram  J.  Black,  "The  Workshop  in  a  Changing  World:     The  Three  Faces 
of  tho  Sheltered  Workshop,"    Rehabilitation  Literature .August  1965. 
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the  factory  and  the  asylum,  carefully  segregated  from  'normal'  competitive 
society  and  administered  by  a  custodial  staff  with  sweeping  discretionary 


3  ' 

authority . " 


In  the  Gersuny  study, ^  the  authors  agreed  that  workshop  employee-clients 
are  in  a  condition  of 'servitude,  rather  thai)  freely  contracted  workers.     They  ^ 
cite  examples  of  interventions  into  the  employees'  private  affairs  by  work- 
shop administrators—interventions  beyond  those  found  in  the  normal  employer- 
etaployee  relationship,  s'tich  as  the  forbidding  of  marriage  and  sexual  relation- 
ships.    Secondly,  they  cite  two  National  Labor  Relations  Board  cases  which 
denied  workshop  employee  groups  the  right  to  organize  and  bargain  collectively, 
putting  them  in  a  different  legal  category  from  freely  contracted  employees. 

There  is  relatively  little  information  on  the  legal  and  economic  position 
of  workshop  employees,  their  powers  and  relationships  to  shop  administrations, 
and  their  opinions  and  feelings  about tthe  shops  in  which  they  work.    The  only 
information  discovered  about  disabled  pe'ople's  opinions  End  feelings  about  ^ 
termilal  workshops  was  found  in  BachAan.^    The  author  reports  that  among  the  . 
unemployed  handicapped  people  whom  she  Intetvlewed,  none  would  apply  for  sheltered 
workshop  positions.     "Workshops  were  described  as  disgusting  babysitters.  Too 
routine,  too  boring  and  not  meeting  the  needs  of  the  severely  handicapped."  • 
Scott  ^  offers  a  supporting  view  Vhen  he  observes  that  the  work  of  blind 
beggars  is  often  more  stimulating  and  challenging  (as  well  as  sometimes  more 
lucrative)  than  broom-making  and  other  workshop  activities  available  if  they 
quit  begging. 


J- 


Jacobus  Tenbtoek,  "Sheltered  Workshops  for  the  Physically  Disabled, 
^journal  of  Urban  Law.'  Fall  1966,  quoted  in  Carl  Gersuny  and  Mark  Lefton,  Service 
^and  Seri^tude  in  I'wo  Sheltered  Workshops,"  Social  Work,  July  1970. 
A.     Gersuny  and  Lefton,  "Service  and  Servitude."  ' 

5.J>  Winnie  H.  Bachmann,  "Variables  Affecting  Postschool  Economic  Adaptation 
of  Orthopedlcally  Handicapped  and  other  Impaired  Students,  Rehabilitation 

Literature,  April  1972.  „    ,       „  c 
 6r~Robert  A.  Scott,  The  Making  of  BHndJlen    (New  York:     Russell  Sage  ^ 

Foupdatlon,  1969). 
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Sherman^  believes  that  the  lpro4uctlon  fohetlon  of  workshops  takes  away 
from  the  therapeutic  function.    He  bfeii^ves^hat  for  employees  who  need  a 
therapeutic  environment,  production  quotas  have  an  adverse  effect,  and  that 
ftie  emphasis  should  be  placed  Instead  on  the  quality  of  work  and  of  human 
relationships . 

Some  evidence  has  been  reported  that  the  majority  of  workshop  employees 

^  8 
can  be  prepared  for  competitive  employment,    and  that  there  is  a  tendency 

among  workshops  to  hang  onto  their,  more  productive  enqiloyees  (presumably 

contrary  tok^he  employee's  best  interests)  in  order  to  meet  their  production 

quotas. 

Nevertheless,  there  appear  to  be  some  people  who  are  so  severely  handicapped, 
that  terminal  workshops  are  on^  of  the  few  alternatives  to  remaining  completely 
idle.'    Rusalem^°  reports  on  a  research  and  demonstration  project  to  develop 
special  .workshop  programs  for  multiply  handicapped  blind  people,  a  group 
traditionally  thought  to  be  incapable  evenjof  workshop- type  employment. 
The  project  design  involved  having  the  National  Institute  for  the  Blind  (NIB) 
set  up  )a  laboratory  in  which  products  required  for  Federal  Government  contracts 
were  tested  to  determine  whether  they  could  be  produced  by  the  multiply  handi- 
capped blind.    When  a  production  method  had  been  designed  successfully,  it  was 
tested  by  multiply  handicapped  blind  people  at  any  of  a  number  of  participating 
workshops.    Production  processes  were  set  up  in  these  workshops  with  the  aid  of 
specialists  from  NIB.    When  the  testing  went  favorably,  the  product  was  retained 
by  the  workshop  for  multiply  handicapped  blind  workers .^^Jlpre  than  290  such 

  ,.  ■  „^ 

7.      Anthony  Sherman,  "Industrial  Therapy  In  the  Sheltered  Workshops, 
Journal  of  Rehabilitation,  November-December  1969. 

8^      Greenlelgh  Associates,  Inc.,  A  Study  to  Develop  a  Model  for  Employment 
Services  for  the  Handicapped  (Chicago:    The  Associates,  1969). 
9.       Scott,  The  Making  of  Bl'lnd  Men. 
10.      Herbert  Rusalem,  ed.,  "Rehabilitation  Research:    A  Capsule  Research 
Review,"    Rehabilitation  Literature.  Jan -zn'  1973.  • 
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workers  achieved  employment  through  this  program  in  the  production  of  37  new 
government-purchase  product  lines.    To  quote  the  author,  "This  .research  demon- 
strated that  work  conditions  can  be  create*  that  result  in  successful  work 
experiences  for  members  of  this  group.    Thus,  another  myth  concerning  the 
employnlent  potential  of  the  severely -disabled  has  been  put  to  the  test  and  ■ 
found  wanting.     It  would  seem  advisable  to  launch  similar  studies  designed 
for  other  severely  limited,  multiply  handicapped  target  groups..." 
"Turnstile    Workshops  ^ 

Greenleigh  Associates"'""'"  found  that  under  increasing  economic  strain  (and 
perhaps  other  pressures  as  well)  many  terminal  workshops  arc  either  changing 
into  turnstile  shops  or  closing  down  entirely.     They  also  concluded  from 
interviews  with  workshop  staff  and  other  rehab iiitaticL  professionals  that 
the  great  majority  of  those  disabled  people  who  are  ^productive  enough  to  be  in 
the  labor  force  at  all  (i.e.,  including  most  workshop  employees)  are  capable 
of  producing  at  least  at  minimi  wage  levels  and  can  be  prepared  for  competitive 
employment.     They  point  out  th^t  under  present  circumstances  whether  these 
workers  will  actually  find/competitive  employment  is  another  question",  depending 
on  labor  ma'rket  conditiorfe.     Greenleigh  Associf^es  concluded  that  "the  major 
role  of  sheltered  workshops  should  be  work  evaluation,  training,  and  work 
adjustment  in  conneatiorKvith  training  or  job  experience."  .They  add,  "This 
does  not  deny  the  Aerapeutic  value  of  wofk  activity  centers  for  those  too 
handicapped  to  prepare  for  productive  employment.     However,  the  two  functions 
are  distinct  and  serve  separate  populations;  work  activity  for  primarily  thera- 
peutic purposes  is  not  productive  employment  and  is  outside  the  labor  inarket  as 
such." 

iT.     Greenleigh  Associates,   Inc.,  A  Study  to  Develop  a  Model. 
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Competitive  Workshops 

A  nximber  of  articles  report  on  workshops  %hat  pay  competitive  wages,  use 

management  and  production  techniques  borrowed  from  competitive  Industry  and 

attein|rt  to  achieve  financial  autonomy  (I.e.  f ull -reliance  on  sales). 

12 

The-Project  to  Determine  the  Employablllty  .of  Epileptics      study  reports 
on  such  a  workshop  which  developed  by  default.     Originally,  the  workshop 
was  intended  to  be  of  the  turnstile  type.    However,  when  It  was  found  to 
be  impossible  to  place  most  of  tti?e  clients  in  outside  employnient,  the  competitive 
workshop  idea  was  developed.     The  cost  of  converting  to  a  competitive  shop, 
however,  was  to  terminate  workers  who  were  unable  to  reach  competitive  levels 
of  productivity.    This  sefems  to  be  a  substantial  disadvantage,  particularly 

with  regard  to  the  most  severely  handicapped. 

13  14 
Vlscardl      anfl  Abilities  Inc.  of  Florida      report  on  two  ^competitive 

workshop  projects  in  New  York  and  Florida.    Both  projects  use  advanced  in- 
dustrial equipment  and  techniques  plus  equipment  and  work  environment  modi- 
fication to  provide  borapetltfive  workshop  settings  for  severely  disabled  workers. 
Each  is  operated  as-  an  Industrial  plant — the  Florida  prgj^e^  "specializing  in 
electronic  parts  production  and,  printing.    The  Florida  project  includes  sub-^ 
stantlal  training  programs  for  dls^led  workers  in  various  skilled  trades^ 
The  grea't  value  of  the  projects  is  the  way  they  show  disabled  workers 
how  to  adjusf  to  jobs  from  which  they  are  usually  excluded  and  how 

■  "    °         ■        ■    ■.'  \  . 

to  modify  equipment  to  meet'  the  needs  of  people  with  different  kinds  of  dis- 
ability.    For  example,  it  was  found  that  a  totally  blind  person  could  perform 


^         12.    EPI-HAB  Phoenix,  Inc.,  Project  to  Determine  the  Employabillty  of 
-Epileptics  (SRS,  DHEW,  1971). 

13.  Henry  Vlscardl,  Jr.,  "The  Adaptability  of  Disabled  Workers,"  Rehabr 
llltation  Record,  May- June  1961. 

14.  Abilities  Incorporated  of  Florida,  "Employment  of  the  Physically 
Disabled  in  a  Competitive  Industrial  Environment,"  pamphlet,  1966. 
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the  role  of  Parts  Assembler  by  feeling  parts  Instead  of  seeing  them.  Yet, 

-\         .  , 
In  the  U.S.  Department  of  Labor  publication.  Work  Transit  Requirements  for 

4,000  JobS'^  as  Defined  la  the  Dictionary  of  Occupational  Titles,  vision  is  ^ 
listed  as  one  requirement  for  this  job.     An  example  of  equipment  modification  is 
the  attachment  of  a  simple  hand  lever  to  a  foot  pedal  to  allow  a  paraplegic 
to  operate' a  drill  press.     Equipmeut  ifiodlf  icatlons  were  made  inexpensively 
and  in  such  a  way  that,  nondisabled  workers  can  perfoirm  many  jobs  which  are 
\isually  denied  them  with  little  or  no  modifications  of  equipment  and  environ- 
ment. 

Wages,  Financial  Structure,  arid  National  Planning  for  U.S.  Workshops > 

Button"'"^  reports  on  a  1967  survey  of  wage  levels  in  123  sheltered  work- 
shops  of  all  kinds  in  three  States:    New  York,  New  Jersey,  and  Pennsylvania. 
Mean  hourly  wages  were  $0.68  in  New  York,  $0.48  in  New  Jersey,  and  $0.55  in 
Pennsylvania.     In  each  State,  more  workshops  appeared  in  the  25<t-or-less 
category  than  in  any  other.    The  average  work  week  was  33  hours.    A  strong 
positive  correlation  was  found  between  the  extent  to.  whicli^  a  workshop  supported 
Itself  through  sales  of  its  products  or  services  and  the  wages  it  paid. 
Workshops  with  a  high  proportion  of  long-tenured  employees  tended  to  derive 
a  high  proportion  of  their  Incomes  from  sales  of  goods^     In  general,* employees 
wtiio  were  blind,  had  orthopedic  disabilities  or  tuberculosis,  were  hard  of  ' 
hearing  (but  not  deaf),  or  had  cardiovascular  problems  had  high  wages  (assumed 
to  correlate  with  high  productivity),  while  those  who  were  mentally  retarded, 
emotionally  disturbed,  or  had  cerebral  palsy  had  low  wages. 


15.     William  H.  Button,  "Wage  Levels  in  Sheltered  Employment,"  QrganJ 
and  Admlrilstra^tlon  of  Sheltered  Workshops;    Research  Report  Seriefl  Ho.  1.  1967. 
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Kimberly^  reports  on.  a  survey  of 'the  financial  structure  of  workshops. 
Workshops  derive  their  incomes  from  their  own  sales,  from  charitable 
contributions,  and  from  various  government  sources.     Income  from  business  acti- 
vities  accounted  for  75  percent  of  the  income  for  all  workshops  combined,  but  the 
median  workshop  income  from  business  activities  was  only  50  percent.  Findings 
similar  to  Button's  showed  that  larger  shops  derived  higher  percentages  of  income 
from  sales  and  generally  employed  cardiacs,  orthopedically  disabled,  blind,  and 
tuberculars.    Smaller  shops  had  lower  proportions  of  income  from  sales  and 
typically  employed  the  mentally  retarded,  mentally  ill,  and  neuro logically  impaired* 

The  National  Associatioil  of  Sheltered  Workshops'*"^  reports  on  a  study^ 
to  determine  the  feasibility  of  national  contract  planning  for  workshops.. 
The  need  for  such  planning  stems  from  the  fact  that  many  workshops  can  no  longer 
get  enough,  contracts  to  keep  their  employees  busy.     (This  is  ±a  part  a  result  of 
increasing  automation  in  competitive  plants.)      Some  workshops  reported  up  to 
80  percent  nonproductive  time.    Workshops  generally  lack  staff  people  trained  in 
contract  negotiation  and  are  too  snjall  or  improperly  equipped  to  handle  contracts^ 
they  could  otherwise  secure.     In  addition,  contracting|f irms  often  play  one  shop 
off  against  another  in  order  to  get  the  lowest  prices  possible.  Nevertheless, 
65  percent  of  businesses  surveyed  reported  that  they  had  some  work  that  workshops 
could  do.    Aptivities  of  workshops,  in  order  of  frequency  among  those  surveyed 
were:    assembly  work,  packaging,  mailing,  manufacturing,  woodworking,  sewing. 


16.  John  R.  Kimberlsy,  The  ^Financial*  Situation  of  Sheltered  Workshops , 
(Ithaca  N.Y.:  Regional  Rehabilitation  Research  Insti^iute,  Cornell  University, 

1968)^.^^  r 

17.  ■  National  Workshop  Contract  Planning  (Washington:    The  National  V 
Association  of  Sheltered  Workshops  and  Homebound  Programs,  1970). 
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painting,  electronics,  and  furniture  repair.    Regional  central  contracting 
associations  have  been  set  up  in  a  number  of  areas  to  help  shops  in  contract 

It 

procurement  and  to  enable  them  to  handle  contracts  that  no  one  shop  could 
handle  alo^e.    The  author  reports  that  these  organizations  have  been  success- 
ful and  concludes  that  a  similar  effort  is  needed  on  the  national  scale. 

Workshop  Reform  ^ 

It  is  obvious  that  workshops  have  filled  an  important  gap  in  training  and 
employment  services  for  the  most  severely  handicapped.    As  Conley  puts  it: 

The  critical  q'Bestion  is  not  whether*  sheltered  work  is 
needed,  but  whether  it  should  be  provided— i^gSheltered 
workshops  or  in  regular  employment  channels. 

The  future  of  such  resources  is  thus  a  question  of  whether  they  should  remain 

separate  or  somehow  be  incorporated  into  regular  business  channels. 

Expansion  of  workshop  capacity  was  made  possible,  in  large  part. by 

facility  construction  and  improvement  grants  over  the  last  decade.'  These 

funds  were  authorized  by  thl  1965  amendments  to  the  Vocational  Rehabilitation 

Act.     However,  the  general  cutback  in  project  grants,  especially  those  for 

construction  and  other  capital  outlays  that  occurred  in  1970.  peaked  this 

special  allocation  at  $4  million  in  1969.     Such  allocation  must  now  compete 

for  funds  from  the  State's  generic  VR  grant  and  general  State  authority. 

'    ConleV  cites  three  conditions  which  may  be  essential  for  a  workshop  to 

-     be  efficient:     a  source  of  profitable  work,  continuous  flow  of  work,  and  a  variety 

of  work  types. -""^    mile  prime  manufacturing  meets  criteria  2  and  3.  it  requires 

marketing,  high  working  capital,  and  a  wide  range  of  skills  among  workers.  To 

the  extent  that  sheltered  workshops  can  compete  in  prime  manufacturing,  they  are 

 is', — Ronald-  Conley.  The  Economics  of  Mental  Retardation  (Baltimore:  The 

.Johns Hopkins  University  Press.  1973).  p.  349. 

19.    Ibid. .  p.  340.  ^ 
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now  mostly  limited  to  the  labor-intensive  areas  which  have  low  profitability. 

Contributing  to  the  criticism  of  inefficiency  are  (1)  poor  management, 

both  of  production  and  business,   (2)  size  too  small  to  benefit  from  scale 

economies,   (3)  production  specialized  in  a  particiaar  disability  and  thus 

limited  in  the  j^ariety  of  contracts,  and  (4)  undercapitalization,  thus  sub+ 

21  -  ■  '       '  ' 

stituting  manpower  for  more  productive  machinery. 

Stoikov,  after  studying  73  workshops  in  5  States,  concluded  that  all  wprkshops 

with  under  150  clients  in  average  daily  attendance  were  operating  at  a 

29  ' 
highly  inefficient  level.    "    The  problem  is  not  just  small  capacity  but  under- 

i 

utilization  of  what  exists.     Button  reported  a  70  percent  utilization  rate 

on,  ,         '  *  24 

nationally;      a  California  survey  found  a  76  percent  rate  among  its  workshops. 

The  fact  that  the  California  workshops  are  sotiewhat  larger,  on  average,  than 

those  in  the  country  as  a  whole  may  explain  most  of  the  difference.  Larger 

workshops,  or  workshops  linked  in  an  area  management  arrangement,  are  not  as 

limited  by  such  factors  as  absenteeism  and  the  limited  clientele  they  can 

serve.     Both  of  these  factors  reduce  capacity  utilization. 

Actually,  while  capacity  management  is  a  basic  managerial  problem  for 

sheltered  workshops,  it  may  also  be  a  solution  to  part  of  the  problem  of 

meeting  future  resource  needs.    While  critics  of  workshops  cite  their 

inefficiency,  viable  alternatives  are  not  readily  available.    No  matter 

where  located,  sheltered  work  will  retain  its  dual  purposes,  but  its  primary 


20.  Ibid.,  p.  342.  ^ 

21.  Ibid.,  pp.  431-42. 

22.  Ibid.,  p.  343,  citing  Vladimir  Stoikov,  "Economics,  of  Scale  in 
.Sheltered  Workshop^ Operations,"  in  W.H.  Button,  ed..  Rehabilitation,  Sheltered  sj. 

Workshops  and  the  Disadvantitg^  (Ithaca,  N.Y.:  Cornell  University  Press,  1970),? 
p.  66. 

23.  W.  H.  Button,  "Sheltered  Workshops  in  the  United  States,"  in  W.  H. 
Button,  ed.,  Rehabilitation,  Sheltered  Workshops. 

^        24.     California  State  Department  of  Rehabilitation,  California  State  Plan 
for  Workshops  and  Rehabilitation  Facilities.     (Sacramento:     Human  Relations 
Agency,  1971),  p.  138. 

'      553     '  , ^  ^ 


537 


purpose  for  the  client  remains  training  and  adjustment  to  i/ork.  On-the-job 
training  In  competitive  Industry  Is  a  high  risk  for  the  employer  undertaking 
such  sheltered  work,  even  If  subsidized.    The  availability  of  enough  employers 
and  resources  to  train  the  severely  handicapped  In  competitive  Industry  Is 
also  doubtful. 

The  alternative  to  sheltered  workshops  Is  sheltered  work.    The  subsidy 
now  going  to  run  an  inefficient  workshop  operation  could  be  used,  Instead,  to 

subsidize  a  specially  constructed  training  unit  in  competitive  Industry. 

!  — " 

More  sheltered  employment  should' be  developed,  if  only  to  free  more  space 
in  existing  workshops  for  evaluation.     Such  development  also  will  have  impact 
on  Vocational  Rehabilitation.     Presently,  a  VR  counselor  may  use  a  sheltered 
workshop  not  only  for  training,  but  also  as  a  closure.     So  long  as  there  are 
long-term  employment  positions  available  in  such  facilities,  the  risk  of  an 
unsuccessful  closure  is  reduced  substantially,  but  so  may  be  the  attainment  ^ 
of  full  working  potential  by  the  'client. 

Rural  areas  and  areas  of  small  urban  settlements  such  as  Appalachia 
transportation  services  and  trainers  who  are  willing  to  travel .-d±Sf^ces  to 

serve  scattered  popu^tions.     Such  areas  also  face  problems  in 'f undi^  sheltered 

.'-  *  *  '-7  " 

workshops  and  in  developing  marlcets  for  their  products, 

A  workshop  serving  a  low  density  population  must  be  more  flexible  in  terms 
of  the  type  of  client  it  serves  at  any  time  than  one  in  the  more  urban  areas. 
Because  of  the  problems  both  in  production  and  market  coordination,  management 
must  also  be  above  average  in  capabilities. 

All  of  these  factors  weigh  against  successful  wo|kshops  in  rural 
areas  and  point  out  the  even  greater  need  to  develop  alternatives  such  as 
sheltered  work  in  competitive  industry  and  training  progtams  in  area  businesses. 
Actually,  job  site  evaluations  in  area  businesses  are  considered  in  many 
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Instances  a  more  useful  means  f  or  predicting  future  success /and  maximizing 

future  job  potential.     Goodwill  of  Santa  Clara  (Calif ornia>  reports  "...there 

/ 

is  no  stibstituce  for  extension  of  ttie' assessment  process  into  the  actual 

25 

industrial  situation."  ^ 

r  • 

It  would  be  nice  to  say,  as  Conley  does,   that  workshops  do  not  have  to  be 
used,  especially  in  the  increasing  numbers  experienced  over  the  last  decade. 
Unfortunately,  the  hope  for  developing  work  sites  in  dompetitive  industry 
sufficient  to  cover  all  the  handicapped  who  should  anS  will  be  served  by  the  VR  . 
program  overrates  the 'ability  of  the  competitive  sector  to  find  places  for 
the  severely  disabled  now  served  in  workshops.     While  increased  concentration 
should  be  placed  on  locating  places  in  competitive  business,  the  concurrent 
upgrading  and  expansion  of  workshops  will  hav^ to  occur  if  there  are  to  be 
sufficient  work  places  for  the  severely  Handicapped.     One  objective  of  thi^ 
expansion  would  be  to  provide  reasonable  pay  for  the  maximum  number  of 
severely  handicapped  at  the  minimum  possible  annual  subsidy  per  worker. 
Since  many  of  the  severely  handicapped  have  full  intellectual  ability, 
workshops  might  be  developed  to  operate "In  such  areas  as  information  retrieval, 
referral  services,  and  other  activities  requiring  use  of  computer  capability. 

One  project  at  l;he  Regional  Rehabilitation  "Ind  Training  Center  at  George 
Washington  University  suggests  that  with  proper  training  the  severely  disabled 
who  ^re  homebound  can  be  economically  productive  in  computer  programming, 
microfilming,  and  computer  data  processing. 

A  rough  estimate  of  the  public  costs  of  operating  a  woi^shop  in  1966  is 
that  approximately  $2,170  was  spent  per  client2*  successfully  placed  in  competitive 
employment  and  $763  per  client  who  attended  dally.     The  average  hourly  wage  of 
workshop  clients  in  1968  was  approximately  $0.76  at  a  time  when  the  minimum 
wage  was  $1.60. 
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Ir^flating  the  1966  figures  for  the  public  costs  of  workshops  to  1974, 
the  cost  of  creating  positions  for  the  225,000  unemployed  severely  handicapped 
persons,  ignoring  other  services  in  the  noncompetitive  labor  force  represented 
by  workshop  employees,  would  be  approximately  $1,130  per  worker.     The  costs  of 
placing  those  workers  in  the  competitive  labor  market,  assuming  such  a  goal 
were  feasible,  would  be  $3,213  per  worker.    These  figures  should  be  increased 
to  cover  the  additional  cost  of  providing  a  minimum  wage,  volunteer  time, 

clonal  supportive  services,  and  unaccounted-for  capital  costs.     In  order' 
to  provide  high  quality  work  environments,  the  public  might  underwrite  thet 
costs  of  increasing  the  capitalization  of  workshops.       '  „ 

For  purposes  of  comparison  with  the  estimate  lof  $1,130  subsidy  per  work- 
shop worker,  the  cost  of  on-the-job  training  and  institutional  programs  funded 
under  the  Manpower  Training  and  Development  Act  was  $1,000  and  $900  respectively 
per  client  in  1971,     showing  that  the  differences  in  supporting  severely  disabled 
workers  are  excessively  more  expensive  than  programs  for  the  nondisabled. 
NEED  FOR  ADDITIONAL  FACILITIES  AND  OPERATING  SUPPORT 
The  Rehabilitation  Act  of  1973  authorizes  several  resources  for  rehabili- 
tation facilities.     Among  these  are'proviS^j-on  of  grants  and  contracts:  to 
assist  in  the  construction  and  initial  staffing  of  rehabilitation  facilities; 
to  improve  their  professional  services  and  business  management  practices;  to 
provide  training' services  to  prepare  clients  for  gainful  employment;  and  for 
-e^gtmical  assistance  and  consultation.     In  addition,  the  Act  provides  for  a 
mortgage  insurance  program.     VThile  most  of  the  required  authority  exists  in 
the  Act  to  aid  rehabilitation  facilities  in  achieving  their  full  potential 
in  serving  all  the  severely  disabled  people  who  need  their  services ,. the  funda 
appropriated  to  implement  these  provisions  of  the  Act  are  limited.     For  example. 
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funds 'for  construction  over  the  past  10  ^^^^^^  have  averaged  $2.5  miliion  per 
year.    The  Rehabilitation  Services  Administration  conducted  a  national  survey 
as  to         needs  for  new  and  improved  rehabilitation  facilities  through 
June  30,  1975.     Its  findings  were: 

M 

1,829  new  rehabilitation  facilities,  including  584  sheltered  work^ 
shops  inmiediately  needed  nationally. 

$282,000,000  required  for  their  construction  and  ini-tial  Staffing. 

1,130  existing  facilities  of  the  2,656  studied  with  known  improvement 
peeds . 

$41 ,000; 000  required  for  their  improvement . 

In  the  survey  of  providers  of  rehabilitation  services  conducted  for  this 
study,  respondents  were  asked  to  identify  impediments  to  the  State  VR  agencies 
in  serving  the  most  severely  handicapped  people  in  their  respective  States. 
Seventy-seven  percent  identified  insufficient  funde  for  the  purchase  of  rehabi- 
litation services;  77  percent,  insufficient  funding  of  rehabiljttatiori  centers 
and  woirkshops  through  the  State-Federal  Vocational  Rehabilitation  program; 

68  percent,  insufficient  number  of  rehabilitation  facilities  and  workshops;  and 

69  percent,  insufficient  number  of  rehabilitation  u|iits  within  general  hospitals, 
chronic  disease  hospitals  and  centers,  and  l^ng-t^rm  care  facilities. 

0 

Many  other  individuals  and  organizations  feel  that  increased  numbers  of 
rehabilitation  facilities  and  added  support  to  these  facilities  are  essential 
to  the  provision  of  service  to  all  of  the  severely  handicapped  people  in  the 
Nation  who  could  be  rehabilitated  vocationally.     Should  there  be  a  Stato-Federal 
'program  of  rehabilitation  for  self-care,  the  rehabilitation  facility  need 
will  become  even  more  pressing  and  urgent  than  it  is  at  present. 
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Specific  recommendations  have  been  made  by  various  people  and  organiza- 
tions with  rgspect  to  added  support  to  workshopsC  to  enable  these  facilities 
to  fui;y  akye  the  severely  disabled  people  in  our  popvflation.     Secretary  of 
Labor  Wirtz  In  the  1967  Sheltered  Workshop  Report  from  the  Departmer^  of 
Labor  to  the  Congress  recf^naear^ed :  , 

--  wage  supplements  for  eligible  clients 

•— '  additional  financial  support  for  the  workshop  for  training,  including 
material,  equipment,  and  supervision 

—  opening  of  new  markets  for  products  of  workshops 

-i-  additional  financial  support  to  enable  workshops  to  modernize  facilities 
and  methods  consistent  with  the  needs  of  the  clients 

—  a  technical  assistance  program  to  the  workshop,  including  management 
assistance,  and 

—  new  out-placement  services  for  workshop  clients 
Wirtz  added: 

We  must  at  the  onset  face  up  to  the  fact  that  the  achievement  of  a  full 
minimum  wage  for  handicapped  clients  of  sheltered  workshops  will  require 
outside  financial  support.     This  will  mean  a  basic  shift  away  from 
basing  wages  on  what  the  handicapped  worker  can  produce. 


A  wage  supplement  granted  to  handic^ed  clients  could  be  fashioned  so 
as  to  insure  that  the  incentive  to  wbrk  and  produce  is  increased.  Ihe 
pattern  of  wage  payments  could  be  established  in  a  manner  best  designed 
to  enhance  the  work  incentives  and  human  dignity  of  the  sheltered  work- 
shop  system. . . 

In  addition,  consideration  shouad  be  given  to  legislation  providing  for 
unemployment  compensation^  Social  Security,  and  health  insurance  coverage  for 
all  employees  in  all  sheltered  workshops,  as  well  as  inclusion  of  workshops 
^within  the  National  Labor  Relations  Act.     Finally,  th&re  is  need  ^to  consider 
amending  the  Social  Security  Act  so  that  Disability  Insurance  and  Supplemental 
Security  Income  payments  ate  not  affected  by  earnings  "in  sheltered  workshops 
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or  in  competitive  employment  until  earnings  exceed  a  level  that  provides  an 
incentive  for  rehabilitation.     Of  equal  importance  is  continuation  of  health 
coverag^  under  Medicare  or  Medicaid  for  th^  beneficiary  who  is  rehabilitated 
until  such  time  as  adequate  health  coverage  under  -another  program  is  provide 
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Chapter  23 

^  ^      *  TECHNOLOGY 

The  current  state  of'  knowledge  about  the  rehabilitation  of  the  severely 
handicapped  is  closely  related  to  the ^status  of  the  technological  advances 
in  service  modalities  and  in  methods  of  utilization.  Major    breakthroughs  in 
medic^  and  biomedical  research  can  have  widespread  Implication^  for  the  severely 
handicapped.  '  For  example,  the  discovery  of  the  Salk  vaccine  has  profoundly 
reduced  the  number  of  persons    with  disabilities  resulting  from  pollQ^.  If 
a  means  for  spinal  cord  regeneration  or  reduction  of  certain  physiological 
causes  of  retardation  were  found,  the  nature  of  the* severely  handiplpped  popu- 
latic>n  would  drastically  change. 

Developments  which  would  reduce  the  incidence  of  severe  handicaps  were, 
we  felt,  outside  the  areas  of  investigation  in  this  study,  although  their  contri- 
*  butions  ^re  obviously  of  major  Importance.  In  this  study,  we  will  restrict 
our  discussion  tb  the  hard  technology  which  directly  affects  rehabilitation. 
Breakthroughs  in  technology  have  major  payoffs  in' changing  the  nature  of  who 
is  disabled,  how  severely  people  are  handicapped  by  their  disability,  and  in 
major  social  probl©ns. 

The  concept  of  "hard"  technology  relates  to  biomedical  or  rehabUitation 
engineering,  which 'develops  devices  for  use  by  the  disabled  that  assist  in  some 
area  of  their  functional  limitations.    These  include^prosthetics  and  orthotics, 
wheelchairs,  traffic  lights  with  buzzers,  and  the  like. 

The  basic  problem  addressed  by  hard  technology  ifi  the  fact  that  the  Impaired 
organism  has  suffered  loss  of  function.    Nerves,  muscles  or  bones  do  not  work 
properly,  and  breakdown  in  one  may  cause  problems  in  another.  When  the  spinal 
cord  is  injured  and  legs  do  nqt  function,  the  individual  is  limited  to  sitting 
or  lying  down,  which  may  result  in  pressure  sores.  Because  of  injured  nerves, 
however,  the  pftrson  cannot  feel  the  pressure.    How  does ^ne  compensate  for  . 
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lack  of  sensation?    How  does  one  know  when  to  shift  position?    The  techiiological 
problem  is  how  to  bypass  damaged  nerves  to  create  sensation  that  permits  some 
semblance  of  the  usual  function.    Other  disabling  conditions  pose  other  technolo-""^ 
gical  problems.    For  example,  what  sort  of  joints  and  sockets  are  best  for 
a  shattered  leg?    Ho^  can  a^'person  with  cerebral  palsy  communicate  with  those 
around  him? 

X  if 

We  are  far  from  having  such  desirable  developtttents  as  replacement  nerves  or 

spinal  cords.    A  recent  development,  however,  is  a  small,  portable  kidney  dialysis 

1  ' 

machine  that  could  be  used  more  frequently  and  thus  tire  the  patient  less  than 
going  to  the  standard  clinic  installation.     Improved  wheelchairs  and  various  types 
of  ranes  are  now  in  existetice  or  well  along  in  the  development  state. 

In  the  pages  to  follow,  we  draw  heiavily  on  documents  of  the  Rehabilita- 
tion Services  Administration  (RSA),  the  National  Academy  of  Sciences  1^N^S) , 
and  related  sources  to  try  to^give  a  flavor  of  the  developments  in  the  field  of 
rehabilitation  engineering.*^    We  conclude  with  a  critique  of  the  field  from 
the  consumer  and  marketing  perspectives. 

REHABILITATION  ENGINEERING 

< 

Rapid  technii^ogical  development  in  the  United  States  during  the  past  30 
years,  coupled  with  rehabilitation  research,  evaluation,  training,  and  ser- 
vice programs,  has  made  technology  available  to  assist  the  severely  disabled 
in  the  rehabilitation  process.     Technological  devices  for  physical  restora- 
tion can  be  considered  as  a  core  area  in  the  rehabilitation  process  because 
they  give  the  patient  the  ability  to  perform  specific  tasks  related  to  rehabi- 
litation. 
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1.^  The  RSA  1975  Research  Development  Plan  has  state-of-the-art 
reviews  which  should  be,  source  documents  for  many  interested  >in  rehabilita- 
tion, in  addition  to  those  specifically  mentioned  in  the  section  on  Rehabili- 
tation Engineering. 
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The  field  of  Rehabilitation  Engineering  coordinate-  various,  cor  epts, 
techniques,  and  developments  in  engineering  technology,  systems  .ic'Iomation,  ^ 
aadical  and  rehabilitation  practice,  and  information  regarding  disease  or  handi- 
cap to  assist'the  severely  disabled  person  in  the  rehabilitation  process.  It 
is  designed  to  help  the  disabled  individual  to  be  as  Independent  as  possible 
and  to  utilize  his  physical  and  mental  functional  capacities  in  adjusting  tc 
environmental  conditions  and  to  work  activities.    It  is  also  designed  to  encour- 
age necessaty  alterations,  to  the    environment  so  that  the  goals  of  the  individual 
may  be  accomplished.     Certain  engineering  techniques  have  been  used  for  a  long 
time—artificial  limbs,  for  example— but  the  concept  of  total  patient  care 
has  only  recently  been  directed  to  many  groups  of  disabled  persona.  Including 
the  spinal  cord  disabled,  amputees,  the  deaf,,  the  blind,  and  the  neurologically 
handicapped.  ^  • 

In  fiscal  year  1972,  the  Social  and  Rehabilitation  Service  undertook  a 
major  commitment  to  a  new  program  designed  to  combine  the  efforts  of  medi- 
cine, engineering,  and  related  sciences  to  ljnj»rove  the  vocational  and  self- 
care  goals  of  severely  hand^-capped  persons.  The  following  specific  areas  of 
interest  were  designated  for,  work  by  the  Biomedical  Engineering  Program  of 

« 

the  National  Institutes  of  Health  and  by  the  Rehab 11  Lta^lon  Engineering  Program 
of  tie  Rehabilitation  Services  /cflmlnlstratlon . 
*  Rehabilitation  Services  Administration 

1.  Artificial  limbs  -  both  Internal  and  external  proothetlQ  replacements. 

2.  Orthopedic  braces  -  both  Internal  and  external  orthopedic  assistive 

-  y 

systems.  / 

3.  Amputation  and  reconstructive  surgery. 

A.     Mobility  aide  for  orthopedlcally  disabled  persons  -  wheelchairs,  auto- 
"Motive  systems,  etc. 
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^dobillty  and  communication  aids  for  the  blind  and  deaf  . 

6.  "Architectural  barriers  for  the  severely  disabled*. 

7.  Fundamental  studies  directly  goal-oriented  to  rehabilitation  iii  the 

^       National  Institutes  of  Health 

1,  Life-aaving  devices — artif ic±a\yhearts,  renal  dialysis  machines,  heart 
lung  machines,  etc. 

2,  Facility  engineering  -  automated  hospitals  and  patient  monitoring 
^  equipment.  ^  ^      .  ^ 

3,  '   Surgical  and  medical  instrumentatiop. 

A.     Implantation  materials  for  vessel  and  organ ^synthetic  grafts,  cover- 


ings for  electrode  implants « 


In  the  past  yedr,  similar  working  arrangements  have  been  set  up  with  the 
J^ational  Science  Foundation  and  its  Research  A^>lied  to  National  Needs  (RANN) 
program,  as  well  as^with  the  Dep&rt^^cnt  of  Transportation  and  the  Department 
of  ^ousipg  and  Urban  Development.  ,  • 

National  Systeni  of  Rehabilitation  Engineering  Research  Centers 

In  1971,  the  Rehabilitation  Services  Administration,  following  the 
advice  of  the  National  Academy  of.  Sciences,    begmi  the  expanded  program  of  ' 
Rehabilitation  Engineering.    The  Jplan  developed  by  the  NASI  calls  for  contin- 
uatioa  of  the  oH^oJect  reseshrch  grant  program.    In  addition,  it  recognizes  that 
certain  schools' of  medicine  and  engineering,  through  their  active  rehabilitatio 
service,  research,  and  training  programs,  have  demonstrated  their  capability  in 
the  area  of  Rehabilitation  Engineering  over  the  years.    NAS^ recommended  that 


2.  In  the  publication  entitled,  "Rehabilitation  Engineering  -  A  Plan  for 
Continued  Progress,"  iii  Research  and  Demons tratiop  Strategy,  FY  1975,  .Office  . 
of  the  Secretary  pf.  Human  Developmerit ,  RSA.  DREW,  pp.  37-137.  / 
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these  institutions  be  utHized  .to  form     National  Systec  of  Rehabilitation 
Engineering  Resear<^  Centers,  which  would  receive  progri^rraatic  fundir^  ss 
a  means  of  accele/ating  research  progress  and  reducing  t'^e  time  between  concep- 
tion and  practical  application.  This  recommendation  was  adopted,  and  the  first 
B^h^billtation  Engineering  Centers  were  funded  in  fiscai  year  1972. 

Thg^eed  for  the  application  of  9ound  engineering  principles  to  solve 
the  pressing  demands  of  vobdtional  rehabilitation  lias  been  stressed  by  many 
experts.  Use  of . engineering  techniques  to  help. the  severely  handicapped  empha- 
sizes  the^eed  for  an  approach  to  rehabilitation  that  strives  to  match  the 
job  to  the  capabilities  of  the  worker,  rather  than  the  more  traditional  practice 
of  making  the  worker  fit  the  job  requirements. 
^         Centre  Industries  in  Sydney,  Australia  is;  showing  what  can.  be  accomplished 
by  using  this  approach  to  meet  the  employment  needs  of  the  cerebral  palsied. 
Through  rehabilitation  engineering.  Centre  Industries  has  been  successful  in 
employing  ov^r  200  severely  physically  disabled  cerebral  palsied  workers  in 
jobs  normally  considered  "unsuitable^  for  per^ns  with  this  disorder.  This 
has  been  accomplished  in  part  by  intensive  job  training,  in  part  by  application 
of  time-motion  study  techniques,  uaing  the  Modular  Arrangemerats  of  Predetermined 
Time/standards  system  (MODAPTS) ,  to  evaluate  the  capacities  of  their  cerebral  ' 

palsied  employees,  and  in  part  by  mo4ifying  hardware^  and  methods  to  accommodate 

3'  ■  »  ' 

the  remaining  capacities  of  these  individuals. 

This  country,  however,  still  relies  primarily  on  the  sheltered  workshop 
and  token  jobs  or  custodial  institutionalization  for  the  severely  physically 
t   handicapped.    While  the  sheltered  workshop  and  the  institution  have  served 
i,and  are  serving  a  valuable  purpose,  we  may  be  overlooking  the  potential  of 
those' they  ^serve  to  perform  meaningful  job^s  that  are  productive  'for  society 


and  for  the  workers  themselves.    The  overriding  goal  is  to  increase,  personal 

„  ■    -         .  '  ■  ■  '  ■  \ 

and  economic  independ.encfe  of  the  handicapped,  while  decreasing,  their  reliahce 
on  support  from  society.    The  Australian  experience  proves  that  this  can  be 
done,  and  moral  and  humanitarian  as  well  as  economic  considerations  demand 
that  it  must,  if  possible,  be  done^  ,      !^  .  • 

The  major  goal  of  a  new  American  project  is  to  develop  comprehensive 
competitive  employment  rehabilitation  services  for  the  cerebral  palsied  through 
a  systematic  series  of  phases:  ,        ^  ^ 

1.  To  instruct  physically  handicapped  individuals  of  varying  degrees  of 
sever it^y  in  all  aspects  of  competitive  work  through  both  job  training 
and  acquisition  of  other  skills  necessary  to  sustain  them  within  the 

'community.  ^ 

2.  To  implement  modifications  of  job  hardware  and  methods  to  alert  the 
physically  handicapped  person  about  his  remaining  capacities  to  per- 
form a  job-. 

3.  To  develop  a-  placement  program  whereby  a  handicapped  worker  cart  be 
effectively  and  suitably  placed  in  a  job  appropriately  modified  for 
him. 

The  grantee.  United  "&^^bral  Pfi^sy  of  Kansaa,^s  presently  engaged  in  the  de- 
sign phase,  to  establishv the  data  base  needed  to  develop  methods,  materials  and 
hardware  critical  to  the  employment  of  the  cerebral  palsied*    The  resultant 
data  base  will  include:     a  client  classification  system  with  respect  to  remaining 
capacities:  a  hardware  data  bas^  Including  a  critical  review  of  client  appliances 
and  of  industrial  modifications;  a  selection  df  possible  job  targets;  a  deter- 
mination  of  nonhardware  methods  related  to  these  job  targets;  a  job  matching 
system;  and  benefit-cost  decisions.    These  accomplishmeq^ts  will  provide  a  data^ 
base'  for  the  second,  or  research  and  development  phase.  /  . 

The  research^  and  development  phase  will  involve  using  the  Aob  matchi^g^. 
system  to  develop  hArdware  for  clie&ts,  mechanical  hardware,  aftir^ethod /nodi-  ^ 
ficat/ons.    The  procedures  to  be  utilized  deal  pr^^r-^lj^  with  the  application 


of  classical  industrial  engineering  principles  in  cbnjunctio^  with  hiiman  fac- 
tors precepts  .to  provide  employment  opportunities  for  t,he  q^rebral  palsied. 
Specifically,^ the  manual  skills  necessary  to  perform  a  broad  range  of  indus- 
trial jobs  will  be  analyzed  and  classified.     Included  in  the  study  will  be 
an  analysts  x)f  the  forces  and  displacements  of  standard  machine  tools  found  . 
throughaut  American  industry.    After  collection  pf  this  data,  methods  ei^^gi- 
neering  principles  will  be  utilized  to  modify  existing  jobs  so  as  to  allow  • — * 

performance  by  t^he' cerebral  palsied.  /  *  ;  

Upon  completion  of  the  laboratory  phase  of  the  research,  clients  will 
be  placed  on  the  job  in  Wichita  industry  to  validate  the  laboratory  results. 
It  is  anticipated  that  this  "real-life"  exposure  will  indicate  any  errors  in  ^ 
methods' analysis  and  client  training  not  determined,  by  the  experimental  pro- 

\  « 

cess. 

Results  of  this  study  shoulci  have  broader  implications  to  the  engineering 
methods  and  principles  which  might  be  applied  toward  the  vocational  rehabili- 
tation of  persons  with  many  other  severely  handicapping  conditions. 
Technological  Systems  for  Persons  with  High-Level  Spinal  Cord  Injuries — 
An .increasing  number  of  high-level  spinal  cord  patients  desperately  need  assis- 
tive systems  to  make  their  lives  a  littj.e  less  difficult.    The  Northwestern 
Rehabilitation  Institutelis  tackling  this  problem. 

The  objective  is  to  develop  the  assistive  systems  in  three  stages:  (1) 
call  systems  or  signal  systems ;  (2)  comfort  systems';  and  (3)  interactive  systems. 
Since  these  as'sistive  syst6m6  are  to  be  used  during  several  phases  of  care, 
and  eventually  taken  home  with  the  patient,  they  must  be  designed  so  that  tW  ' 
are  readily  adaptible  to  different  environments. 

^Call  systems  have  been  winnowed  to  the  poljnt  where  only  two  types  are 
presently  being  used  and' improved.     These  are  the  "sip  and  blow"  system  for 
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the  patient  having  almost  no  motor  ability,  and  the  "tou:h"  switch  for  patients 
having  some^ residual  control  of  arm  movement. 

A  completely  solid-state  "comfort  and  commui^cation system,  developed" 
for  the  patient  who  needs  control  of  the  environment  about  him,  has  eight 
channels  designed  for  call,  television,  telephone,  radio,  room  lights,  bed 
control,  tape  recorder,  and  page  turning.     By  "puffing"  the  category  is 
selected.     "Sipping"  activates  the  device. 

Rather  than  piecemeal  expansion  of  such  ,a  system  to  handle  a  few  more 
functions,  it  seems  appropriate  to  Jump  to  a  minicomputer  system.  In  this 
way  it  seems  conceivable  to  build  an  interactive  device  which  would  make 

possible  many  more  activities,  including  employment. 

ft 

PROSTHETICS  AND  ORTHOTICS  ;  , 

Prosthetics  refers  to  replacement  of  body  parts  by  artificial  items — 
plastic  legs,  artificial  hands  and  the  like. 

Orthotics  corrects  defects  of  the  skeletal  system  through  surgical  cor- 
rection or  insertion — such  as  shin  or  skull  plates  or  braces. 

The  most  difficult  problem  has  been  the  clinician's  inability  to  know 
the  magnitude  of  force  safely  tolerated  in  both  hard  (bone  and  cartilage), 
and  soft  (skin  and  muscle)  tissue.     External  pressure  alters  the  metabolic 
and  enhances  the  catabolic  process  in  soft  tissue.     Disruption  results  in 
blisters,  reduction  of  blood  flow,  or  bruises.  Recent  advances  in  measurement 
techniques  With  force  and  pressure  transducers,  coupled  with  very  sophisticated 


computer  technology,  offer  an  approach  to  solving  these  .problems.    Force  an^ 
pressure  measurements  will  be  used  to  redesign  the  devices,  both  internal  and 
external,  in  order  to  provide  more  efficient  and  effective  rehabilitation  of 
orthopedidally  disabled  patients. 
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Patients  with  peripheral  neuropathy,  burns,  paraplegia,  and  other  conditions 
share  the  problem  of  tissue  breakdown  due  to  excessive  pressure.    By  measuring 
tissue  impedance  it  may  be  possible  to  predict  potential  breakdown.  Devices 
now  available  to  measure  differential  temperatures  lack  sensitivity  and  are 
difficult  to  interpret,  expensive,  and  require  excessive  maintenance.  Persons 
in  the  field  hope  to  develop  a  device  which  will  enable  a  clinician  or  patient 
to  readily  determine  tissue  changes  with  minimal  equipment,  thereby  allowing 
prompt  remedial  action  to  the  area  Immediately  surrounding  the  Affected  spots. 
Lower-Limb  Prosthetics — Of  all  the  areas  covered  by  rehabilitation  engineering, 
lower-limb  prosthetics  is  probably  the  most  advanced.    Great  progress  has  been 
made,  especially  in  design  and  fitting  of  sockets  and  alignment  of  prostheses 
for  all  levels  of  lower-limb  amputation;  the  design  and  development  of  more 
functional  components  such  as  hydraulic  knee  units;  in  emphasis  on  better  sur- 
gery;  and  in  perfection  of  Immediate  postsurgical  and  early-fitting  techniques. 
Lower-Limb  Qrthotics—Emphasis  has  been  given  to  the  development  of  devices 
and  techniques  that  provide  substitutes  for  lost  functions  but  do  not  restrict 
residual  functions. 

Upper-Extremity  Prosthetics  and  Orthotics— Pur ing  the  early  days  of  the  pros- 
thetics program,  a  good  deal  of  emphasis  was  placed  on  problems  of  the  u^per- 
limb  amputee,  and  after  significant  improvements  during  the  first  8  to  10 
years,  a  plateau  was  reached.  Since  then,  the  major  effort  h^s  been  devoted  to 
the.  application  of  external  powex.    A  review  of  clinical  practice  today  indi- 
cates that:   (1)  a  preponderant  majority  of  upper-extremity  amputees^are  being 
fitted  much  as  they  have  been  for  the  la^t  15  to  18  years; > (2)  innovation  has 
been  noted  in  the  small  but  contiitually  increasing  applications  of  immediate 
postsurgical  fitting  techniques  and- in  the  use  of  direct-forming  techniques 
in  6o1£ket  fabrication;  (3)  small  quantiti-^  of  externally  powered  componen/s 
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have  been  Introduced  randomly  into  clinic  practice,  mainly  through  the  efforts 
of  the  VA;  and  (4)  the  potential  value'  of  recent  developments  in  external  power 
has  heightened  the  interest  of  clinicians  and  patients  in  upper-extremity  fitting. 
Control  for  Externally  Powered  Systems — There  are  now  enough  hardware  designs 
available  for  fitting  various  types  of  upper-limb  amputees.     It  is  generally 
conceded  that  the  advantages  of  external  power,  such  as  lower  energy  require- 
ments, are  mostly  outweighed  by  its  disadvantages^-lack  of  fjsedback  signals 
for  control,  high  maintenance  requirements,  and  high  initial  costs.  Neverthe- 
less, there  are  a  number  of  devices  and  systems  that  should  be  evaluated  clini- 
cally. 

The  development  of  devices  and  techniques  to  provide  function  to  para- 
lyzed upper  lljnb^^^i^  a  formidable  problem  because  the  human  hand  and  arm  to- 
gether form  a  most  complex  system.    During  the  past  15  years  considerable 
effort  has  been  devoted  to  the  development  of  orthoses  for  the  frail  arm,  but 
no  one,  including  the  developers,  is  satisfied  with  the  progress  made.  Some 
highly  motivated  patients'  have  benefitted  from  this  work,  but  overall  re- 
sults have  been  discouraging.    A  number  of  patients  seem  to  benefit  from  the 
devices  but  fail  to  use  them  soon  after  they  leave  the  hospital. ^  Yet,  With 
the  advances  in  acute  medical  care,  the  Incidence  of  persons  with  frail  upper 
extremities,  especially  quadriplegics,  is  increasing. 
Needs  for  Prosthetics  and  Orthotics  '  *♦ 

RSA  estimates  that  of  the  3,681,000  persons  who  require  orthotic  and/or 
prosthetic  devices,  92  percent  require  orthotic  management.    Moreover,  47  percent 
of  the  total  need  orthotic  devices  of  the  lower  limbs.     In  spite  of  the  fact  that 
the  number  of  persons  who  require  orthotics  is  ten  tln/es  greater  than  the  number 
who  require  prosthetics,  the  state-of-the-art  in  orthotics  is  relatively  pgor. 
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Need  for  Practitioners 

At  present,  anyone  who  needs  prosthetic  service  can  be  provided  with  It. 
This  statement  sounds  encouraging  but  Is  mlslead^lng.  Most  patients  must  wait 
from  6  weeks  to  3  months  for  a  prosthesis,  and  then  travel  over  100  miles  for 
adjustments,  repairs,  or  other  service.  Service  Is  available,  but,  except 
for  a  few  large  metropolitan  areas,  it  is  marginal.  RSA  estimates  that  there 
are  about  300,000  amputated  patients,  c^jmpared  to  630  certified  prosthetist s , 
or  a  ration  of  about  500  to  1.  The  number  having  artificial  limbs  is  estimated 
to  be  203,000,  or  a  ratio  of  aboi^t  300  to  1. 

As  noted  above,  many  more  patients  require  orthotic  aids  than  prosthetic 
services.     The  rule-of-thumb  ratio  of  10  orthotic  patients  to  each  prosthetic 
patient  appears  to  be  a  valid  figure  for  this  country  and  correlates  with  the 
figures  from  Great  Britain.     This  ratio  yields  about  3  million  orthotics  patients 
In  the  United  States,  or  about  15  patients  per  1,000  population.-   However,  the 
■    majority  of  orthotics  patients  have  a  temporary  disability,  whereas  prosthetic 

^  \ 
patients  have  a  permanent  disability. 

Services  in  orthotic©  are  obviously  and  seriously  lacking.  Physicians 

^  .  often  }jitk  available  services  ^nd  must  use  a  less*  preferable  treatment.  Patients 

are  often  in  hospitals  for  unnecessary  days  or  weeks  because  they  cannot  be 

discharged  safely  without  an  orthosis.    The  American  Board  for  Certification 

reports. that  in  1973  there  were  515  certified  orthotlsts  and  235  certified 

prosthetlsts/orthotlsts  in  good  standing,  giving  a  total  of  750  orthotlsts. 
»  ' 

The  ratio  of  potential  orthotics  patients  to  certified  orthotlsts  la  4,000 

C 

to  1,  but  the  ratio  of  the  number  of  orth68eS|actually  provided  to  the  number 
of  certified  orthotlsts  is  about  1,500  to  1.^ 

Obviously  the  manpower  shortage  in  both  prosthetics  and  orthotics  must  be 
remedied  if  we  are  to-  come  anywhere  near  u-^cM^g  estimated  neeis. 
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Neuromuscular  Control,  Functional  Electrical  Stimulation 

Functional  Neuromuscular  Stimulation — Electrical  stimulation  to  modify 

functional  behavior  has  recently  received  considerable  attention  by  teams 

I? 

of  engineers,  biologists,  and  clinicians.     Recent  Investigations  Indicate^ 
the  potential  use  for  the  amelioration  of  pain,  control  of  upper  extremity 
movement,  reduction  of  spasticity^  etc*     Development  of  new  theory  in  the 
construction  of  mechanisms  of  pain  has  led  to  the  development  of  implantable 
stimulators  which  ameliorate  chronic  incapacitating  pain.     If  these  reports 
are  aubstantiated,  a  useful  alternative  to  established  surgical  procedures 
would  be  available. 

Various  stimulating  systems  (e.g»,  the  functional  electrical  peroneal 
brace)  to  control  the  foot  of  a  semi-paralyzed  patient  are  undergoing  eval- 
uation at  a  number  of  rehabilitation  settings.     Functional  electrical  stimu- 
lation of  appropriate  nerves  to  regulate  posture  egad  movement  also  appears 
to  be  an  acceptable  form  of  therapy  for  certain  categories  of  patients  with 
damage  to  the  nerves  which  control  walking. 

The  ultimate  goal  seen  for  functional  electrical  stimulation  is  func- 
tion.il  bypass  of  damaged  nerves  with  electrical  devices  which  produce  motor 
vand  sensory  activities  which    approximate  near  nonJal  function.  Although 

considerable  work  is  being  directed  toward  application  of  electrical  stimu- 
/lation  of  paralyzed  muscle,  basic  knowledge  is  still  lacking  on  the  reactions 
of  tissue  and  materials  to  stimulation  over  a  long  period  of  time. 

Electrical  Block — Spasticity,  one  of  the  most  debilitating  feai^ures  of 
spinal  cord  injury,  places  severe  limitation  on  the  functional  use  of  the  limb 
and  contributes  to  frozen  and,  painful  Joints.     Surgical  procedures  to  correct, 
this  problem  have  deatructlve  and  irreversible  effects.    The  possibility  e^ist^s 
for  blocking  a  nerve  with  electrical  current  which  qan  be  maintained  for  an 
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extended  period  followed  by  Immediate  recovery  upon  cessation  of  the  blocking 
signal • 

Electrical  Stimulation — When  the  phrenic  nerve  is  inoperative  above 
the  third  cervical  vertibrae  because  of  spinal  cord  injury,  breathing  has  to 
be  supported  by  respirator.    An  Implant  for  electrostimulation  of  the  phrenic 
nerve  is  being  tested  by  Yale  University. 

In  spite  of  the  long  and  complex  history  of  the  use  of  electrical  stimu- 
lation, until  recently  there  has  been  little  well-documented  research  and 
knowledge  available.     In  addition,  the  publications  which  have  discussed  the 
subject  suggest  that  there  is  little  evidence  that  the  technique  has  been  widely 
accepted  in  daily  clinical  Work,  although  it  is  used  in  some  rehabilitation 
centers.     Its  use  has  been  p&ticularly  limited  in  the  cases  of  upper-motor 
neuron  disease.     It  is  not  known  whether  the  low  utilization  of  this  method 
is  due  to  imperfect  technology,  inadequate  methods  of  application,  or  poor 
understanding  of  underlying  mechanisms.    All  reports  support  the  further  inves- 
tigation  of  electrical  stimulation. 

Electrical  stimulation  can  be  used  by  a  significant  proportion  of  the 
stroke  population  and  those  with  spinal  and  brain  injury.     It  is  also  useful 
in  multichannel  stimulation  for  gait  control  and  knee  joint  activity,  feedback 
control  systems  and  spasticity  control.  It  is  less  cumbersome  than  other  devices 
such  as  the  foot-anUe  brace,  and  provides  therapeutic  benefits  by  its  ability 
to  substitute  an  electrical  signal  for  one  previously  sent  by  the  brain.  Actual 
muscle  response  is  thus  more  comparable  to  normal  physiological  response. 
Moreover,  it  presents  net;  possibilities  for  rehabilitation.     This  method  could 
Improve  the  chances  of  walking  for  those  individuals. who  would  normally  be 
considered  wheelchair  candidates. 
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Mechanical  Devices  for  Mobility  ^  ^ 

The  manually  operated  wheelchair  has  been  of  great  help  to  many  handi- 
capped persons,  but  there  are  many  limitations  to  Its  use.'   Deslgfl  changes 
could  make  the  wheelchair  useful  to  a  wider  range  of  disability  groups.     In  this 
direction,  the  development  of  electric  wheelchairs  and  other  automotive  devices 
as  mobility  aids  have  been  significant  breakthroughs • 

Disabled  Individuals,  especially  quadriplegics,  often  need  the  help  of 
an  attendant  to  perform  many  activities.    The  manual  wheelchair  relieves  the 
attendant  of  part  of  the  physical  burden  required  for  moving  an  Individual. 
But  a  true  mobility  aid  .for  the  quadriplegic,  such  as  an  electric  wheelchair, 

o  \ 

permits  substantial  mobility,  independent  of  an  attendant,  as  long  as  some 
capacity  for  movement  remains.     One  of  the  aids  whith  does  not  require  limb 
movement  consists  of  a  "transponder  system  which  telemeters  relative  changes 
in  the  position  of  i:he  jaws  and  uses  these  to  derive  control  variables  for  the 
operation  of  a  motorized  wheelchair."     The  switches  are  housed  In  the  mouth 
and  the  processing  circuit  may  be  worn  on  the  person  or  Installed  In  the  wheel- 
chair.   The  device  conserves  the  user's  energy  and  is  nearly  Invisible. 

Due  to  the  physical  strength  and  stamina  requirements  on  the  user,  m^ual 
wheelchairs  are  commonly  used  for  travelling  only  very  short  distances  unless 

pushed  by  an  attendant.     Power  wheelchairs,  on  the  other  hand,  are  often  used 

r 

for  travel  of  up  to  several  miles  (a  battery  charge  will  last  four  to  five 
miles).    Only  8^3  percent  of  the  wheelchair  population  now  use  power  wheelchairs, 
but  the  proporti<^  has  been  increasing  as  individuals  ^in  manual  wheelchairs 
and  other  dloabJ^d  persons  discovered  the  convenience  of  power  chairs  and  as 
the  environment  becomes  more  accessible  (the  need  for  ramps  and  curb  cuts  Is 

s 

more  acute  for  those  with  power  wheelchairs,  since  they  require  greater  strength 
to  lift) . 
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Many  individuals  who  previously  used  walkers,  leg  braces,  etc.,  have  switched 
tQ> wheelchair 8  because  they  are  less  physically  demanding.  In  general,  however, 
the  wheelchair  has  not  made  a  totally  successful  transition  from  an  indoor 
to  an  outdoor  yehlcle.     Environmental  barriers  to  wheelchair  use  which  impede 
mobility  abound.     With  the  power  chair,  mechanical  failures  and  the  resultant 
immobility  while  waiting  for  repairs  are  commonplace. ^   Exposure  to  the  weather 
±B  also  a  continual  problem  for  the  user  of  any  chair. 

Recent  research  efforts  have  included  attempts^to  develop  a  curb-climb- 
ing wheelchair  and  one  that  can  be  lifted  into  the  driving  position  in  an 
automobile.     A  wheelchair  with  curb-climbing  capability  would  reduce  the 
barrier  pose^by  curbs  and  would  improve  accessibility  to  many  unramperf 
buildings,  particularly  if  it  had  stair-climbing  ability.     However,  the  re- 
search results  to  date  have  not  been  promising.     The  results  on  wheelchair- 
automobile  compatdbility  have  been  more  promising,  but  prototype  cost  has 
been  quite  high. 

Wheelchair  Modifications — Because  development  of  advanced  wheelchair 
designs  is  in  an  early  stage,  reliable  cost  data  do  not  exist.     However,  the 
development  of  one  prototype  in  California  indicates  that  curb-climbing  ca- 
pability  would  add  abo^t  $2,000  tp  the  typical  $500  cost  of  a  manual  wheel- 
chair.   With  the  limited  data  available,  it  is  impossible  to  detpcmine  now 
man>  individuals  would  benefit  from  such  a  wheelchair. 

Automobile  Modifications — As  technojlogy  improves,  mo4ified  automobiles 
and  vane  are  becoming  more  common  means  of  intermediate  and  long-distance 
travel  for  the  handicapped.     In  areas  where  public  transportation  is  inac- 
cessible or  non-existent,  a  personal  vehicle  is  often  the  only  means  of 
transportation  for  those  who  have  some  upper  body  control  an^  can  transfer 
from  a  wheelchair.     The  usual  modification  is  the  installation  of  hand  controls. 
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Those  persons  cotif ined  to  wheelchairs  are  noW  limited  to.  modified  vans  since, 
as  noted,  an  ^utomoblle    cannot  be  driven  from  a  wheelchair.    However,  wheelcha:. 
technology  is  progressing  to  the  point  where  this  may  soon  be  possible.  The 
usual  modifications  to  a  van  include  a  power  lift,  automatic  door  opener,  hand 
controls,  electric  wheelchair  tiedowns,  floor  and  roof  modifications,  and  a 
dual  battery  system.  v 

For  the  handicapped  who  are  confined  to  wheelchairs  and  unable  to  drive, 
an  attendant  operated  van  can  be  modified  for  wheelchair  use  by  installing^ 
a  power  lift  and  mechanical  wheelchair  tie-downs,  and  making  minor  floor  and 
roof  modifications. 

Due  to  the  high  cost  of  automobiles  and  vans,  attempts  have  been  made  to 
develop  smaller  vehicles  which  retain  the  advantages  ot  the  larger  vehicles. 
Thus  far,  these  attempts  have  not  been  very  successful.  An  automobile  can  be 
modified  by  installing  hand  controls  at  a  cost  of  between  $190  and  $275.  In- 
stalling a  power  door,  a  power  lift  and  hand  controls  in  a  van  costs  approxi- 
mately $2,800.     For  those  individuals  confined  to  a  wheelchair  who  have  limited 
upper  body  control,  a  van  can  be  modi^ed  for  $A,300  to  $6,300,  depending  on 
the  extent  of  upper  body  control. 

For  those  unable  to  ^r^^  at  all,  and  who  have  non-collapsible  wheelchairs 
which  are  not  easily  lifted,  such  as  power  wheelchairs,  or  who  are  unable  to 

/ 

Ipave  their  manual  wheelchairs,  an  attendant-operated  van  can  be  modified  to 

handle  persons  in  wheelchairs  for  approximately  $900.  ^  

SENSORY  AIDS  FOR  THE  BLIND,  DEAF,  AND  HARD  OF  HEARING 
The  Rehabilitation  Services  Administration  Research  ^d  Demonstration 

\ 

Strategy  for  1975  noted  that  much  of  the  literature  on  senaory  aids  shows 
that  technology  input  tp  this  area  will  be  mostly  "in  Improvements  of  en-. 
Vironment  senoing  systems  using  ambient^  emitted  sonic  or  electromagnetic 


1 
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energy  68  the  carriers  of  information  about  the  surroundings"  and  to  some 

.  degree  in  advances  in  long-cane  design  and  practice.^    I"  the  case  c:  the  deaf, 

aids  for  speech  training  appear  to  be  the  most  promising  for  fhe  1-mediate 

future.    The  study  of  the  Subcc^ittee  on  Sensory  Aids  concluded  that  because 

few  demographic  studies  exist  "to  define  and  categorize  sensory  aid  needs  and 

to  establish  priorities  for  research  on  devices  and  systems  to  meet  these  needs, 

greater  effort  should  be  placed  In^assemblinfe  this  kind  of  informatiW.     More-  / 

over,  the  report  offered  the  following' assessment  of  the  field: 

Many  sensory  aids  are  ingeniously  designed  and  earnestly  applied 
but  practical  long-term  utility  is  extremely  limited.     The  primary 
reasons  are  that  most  designs  are  ad  hoc ,  many  perceptual  require- 
ments unknown  and  effective  training  and  evaluation  techniques  are 
embryonic.    Teachers  and  therapists  working  with  the  deaf  fr,ftai*^ntly 
are  not  convinced  of  the  value  of  devices,  even  when  available  and 
thus  have  not  supported  their  use.     Furthermore,  we  have  only  a 
rudlmeatfcry  knowledge  of  the  basic  process  of  speech  and  language, 
and"  understanding  of  what  is  truly  essent^l  for  effective  communi- 
caC^^pn  is  still  lacking..  5^/ 

'   This  a^ea  of  rehabilitation  engineering  will  for  purposes  of  presentation 
be  subdivided  into  (1)  sensory  aids  and  (2)  biofeedback.     There  will  first  be 
an  overview  of  the  rehabilitation  engineering  research  centers  dichotomized 

in  the  same  way.  i       '  ' 

o 

Overview  of  Sensory  Aids 

Sensory  aids  comprise  devices  aimed  at  helping  people  with  sensoVy  dys- 
function(s)   ovftrcome  the  disabilities  which  usually  ensue.     Important  also  are 
practices,  not  always  involving  devices,  which  have  the  same  aim.     Aids  for 
any  of  man's  senses  properly  could  be  treated  in  an  analysis  of  sensory  aids. 
The 'areas  of  concern  here  are  Rrincipally  with  aids  for  the  blind  (including 
the  totally  blind  and  the  larger  population  having  some  vision)   the  deaf  and 
hard-of-hear ing,  and  the  deaf-blind.  ^ 


3.  R  &.  D  Strategy,  p.  383. 

4.  Ibid.,  pi  7. 

5.  Ibljj. ,  p.  7. 
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The  Federal  Government; has  been  supporting  research  on  aids  for  the  blind 
^iJ^fi^jat^lUPe^  19 44^  when  the       i<;e  of  Scientific  Researchi  and  Development 
and  Iflfpr  tb^,  Vol-pranfl  Admin  ^R^ra^ -Inn  gave  auppor^>.-tj0^  ^>1P  CQ^m-l  f  fi:>e  S^nspry^  

Darvices  of  the  Hatlonai  Hesearch  Council.    A  convenient'^giiide  to  this  early 
work.  Including  citations  to  publlsheid  results,  can'  he  found  on  pages  A9-58  of 
the'l96A  American  Association  of  Workers  for  the  Blind  Annual,  "Blindness." 
The  following  are  areas  of  sensory  aid  research: 
1.^  Mobility  Aids.  ^  '  , 

Technology  prob^ly  will  contribute  relatively  little  in  further  develop- 
ment's of  sighted  guide  techniques  and* dog  guide  .methods^  somewhat  more  in  ad- 
vances  in  long- cane  design  and  practice,  and  most  in  Improvements  of  environ- 
ment sensing  systems  using  ambient  or  emitted  flonic  or  electromagnetic  energy, 
as/i^he  carriers  of  information  about  the  surroundings.    Quite  creditable  at-  * 
t^pts  have  been  made  to  assess  needs  in  this  field  and  to  recommend  what 
should  be  done.     Some  current  electronic  mobility  aids  ^nclude: 

Binaural  Sensory  "Aid — llhis  device,  known  also  as  the  Kay  Spectacles  or 
Ultrasonic ''Gl  as  sea,  has  beerv  produced  in  a  pilot  run  in  New  Zealand.  This 
device  emits  a  sonar-like  sound  when  objects         in  the  rdrige  of  Impulse. 
The  sound  w^rns  the  user.  The  first  device  proved  sufficiently  promising  to 

leald  to  a  production  run  of  an  improved  version  is  the  Mark  II/Binaural  Sensory 

(  ^   .  '         .  ^ 

Aid.  r\         '  ^  ' 

Laser  Typhlocane — Models  of  this  device  have  been  ffubjected  to  evaluation 

coordinated  by  an  Advisory  Panel  to  the  Subcommittee  on  Sensory  Aids,  Commit te 

otv-Prosthet^cs  R&D.     Production  ^or  general  Histribution  began  in  1974.  The 

price*  is  $i,500-$2,000,  which  is  roughly  half  the  cos^  fc^a' guide  dog. 
^^^^ 

Night  Viewing  Goggles — Preliminary  work  has  indicated  that  small,  handheld 
light- amplification  viewers,  developed  to  -ii<i  military  men  in  low-light-level 
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environmerrta,  might  be  useful  to  pome  persons  restrj-^ted  in, mobility  by  "nig!i1| 


 2*    Dev^ce8^^o^  Independent  Reading  nf  Tnkprint,  „^  i   

For  those  with^ome  useful  vision,  optical  aids  a^  closed  circuit  tele-^ 
vision  (CCTV)  magnification  systems  are  currently  being  used  with  considerable 
success*    A  common  body  of  knowledge  in  the  CCTV  magnification  field  i1 


now  widely  available.     Information y<Mi  specifications  for  suck  devices, 
V         tion  criteria  for  clients,  etiologies  of  visuklly  impaired  persons  helped  by 
the  CCTV,  training  requirements  and  metftods,  gains  achievable,  and  problems 
of  production,  distribution,  ta^intenarice,  and  deterioration  (both  of  the  devices 
and  clients'  vision) ,  all  need  documentation. 

*  •  .  ^  ~ 

For  \hose.  without\8uf f icient-^Gsef vd  vision  to  permit  using  the  eyes  for 
reading  inkprlnt  there  a^^i^^^number  of  ottji&r  possibilities.    The  Optacon,  a 
tactile-output  device  and  the  Stereotonfer',  an  audible-(^utput  unit,  are^Tiow— 
available.     Continued  deployment  of  tl\ese  devices  to  appropriate  members  of 
the  blind  community,  c6mplljation  of  the  experience  resulting  from  the  trials 

and  evaluations, product iofe  of  Improved  versions  and  follow-on  later-generation 

 t  .  •. .  ......    .  .   . . ,    »        '  - 

devices  are  encouraged.     It  is  expected  that  several  reading  machines  will 
be  requited  to  "satisfy  the' varied  needs  of  different  blind  individuals. 

3.    Vision  Prostheses,,     Two  classes  , of  devices  are  evident  here:  dirept 
electrical  stlmuldtion  of  the  visual  corte:|^ which  produces  im^jge  patterns  and 

*  \ 

external  skin  stimulation  Ijti  which  stimuli  suggest  visual  phenomena  from  a 
(J  ^  '   I     •'  .  V' 

'  tactile  input.    Work 'hfils  been  in  progress  for  several  years  »|n  both  areas,  with 

slow  but  steady  acquisijtion  of  information,  refinement  of  oW^ectives,  and  In- 

_  i     "  If; 

-  '         creases  in  appreciatipn-i^of  the  considerable  difficulties  wl|h  both  methods.  , 

It  appears  lil&lly  tljat  sc^e'.  form^f  visual  prosthesis  wilXpe  achieved  eventually  . 
by  ahese  or  similar^ Ittetho^s'.^ 

erIc  * 


A  much  more  complex  report  on  state  of  the  art  ^In  'sensory  aids  is  the 

Report  of  the  Sixth  Meeting^f  the  Subcommittee  on  Sensory  Aids, \^^il^le  . 

.  '    .  ^       _  (  ,  

from  the  Committee  on  Prosthetics  Research  and  Development  ot  the  National 

Academy  of  Sciences.  '  '  * 

•..      '  •  ~  /'  '  ■       i         *  ■ 

BlbFEEDBACR  . 

Research  attention  in  this  area,  is ^n  the  human  central  and  peripheral 
nervous  .3yst'^  as  the  innate  source  of  control,  and  on  information  feedbagk  to 
and  from  the  extremities  and/or  the  sensory  systems.  The  goal  is  to  define 
v/^and  reallzi^  control  concepts  and  feedback  systems  >.which  will  permit  future 
^    •       hardware  to  function  as  augmentations  of  theihuman  system.    This  approach  is/ 

also  directed  toward  gaining  informjM:ion  from  the  parts  of  the  body  which  still  j 
^  have  some  functional -capacity  in  oifder  to  Improve  body  diagnostic  capability 

and  therapy i  *      ^  .  ^ 

Biofeedback  will  provide  to  the  huiftan  being  information  on  the  interaction 
between  the  prosthesis  and  the  environment — essential  to  the  operation  of  extrem- 
ity  pros.theses  and  orthose^  .and  to  the  interpretation  of  input  for  Mev^Qes 
whicii  substitute  for  si^ht  and  heating.  . 

Sensory  feedback  is  also  mandatory  to,  the  safety  and  lofig-term.  well-being 
of  patients,  particularly  paralyzed  persons  with  either  natural  or  machine- 
supplemented  motor  control,  who  suffer^  the ,  loss  df  sensory  feedback  as  a 
result  of  spinal  cord  injury,  hemiplegia,  or  other  causes.     Such  patients  cati 
Inadvertently  overload  their  skin,' muscles,  tendons,  and/or  skeleton.  Further- 
re,  t'hey  cannot  detect  the  presence  of  hazardous  heat,  cold,  or  other  po- 


mo 


tentially  injurious  environments  such  as  sharp  edges.     Even  the  frames  of  an 
orthosis  can  abtade  their  akin  and  lead  to  ulcers  in  the  absence  of  any  sensory 
awarenesd  on  the  part  of  the  patient. 
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,'•  The  effectiveness  of  any  man-machine  system  depends  upon  s^sory  feedbai 
to  the  person.    In  addition  to  the  f4edbacH  provided  by  normal  vision  and  hearing, 

e»  -  *  —   -        *   .  .-   •  ...    -  rt--  -  -     -    -  • 

biofeedback  systems  pan  augment  the  sensations  from  musc'les",  ligaments,',  and 


joints  near  the  amputation  or  paralysis  site.  In  a  l^h  prosthesis,  for  example, 

'  ■  '  • 

related  muscles  can  provide  feedback  from  the  prosthesis. 

For  the  deaf  infant,  electrical  or  mechanical- stimulation  can  direct  atten-  _ 
tionto  otherwise  unsensed  sounds,  and  provide  cues  to  speech,    in  all  cases, 
the  usefulness  of  a  biofeedback  system  and  its  acceptance  by  the  disabled  depends 
upon  the  speed  and  accuracy  with  which  infdrmation  can  be  perceived,  the  relevance 
ht  the  mode  of  presentation  to  the  individual,. -his  ability  to  acquire  or  learn  ' 
the  use  o'f  the  system,^  and  the  effects  of  stress  or  distraction,        .  , 
Research  Prb.lects;     Biofeedback   -  .  '  ,     .  . 

^  Limb  Load  Monitor  (LLM)--The  jrehabilttation  prcJcess  for-  persons  with 
neurosensory  disorders  ( amput-^tioils,  orthopedic  problems  such  as  fractures  Siid 
total  hip  Joint^eplacements,  and  hemiplegia  or  spinal  cord  ^Juries)  ,  of  ten  iq- 
eludes  retraining  in  ambulation^d  sometimes  in  the  propdPweight  loading  ^ 

■  r 

of  the  affected  llmb(s)  .     Weight  bearing  may  be  prohibited  to  avoid^amaging 
sensitive  tissue,  the  limb  load  monitor  (Llil)  consists  of,  a  force  sensor  (trans- 
ducet)  fabricated  as  an  Insert  to  a  shoe,  and  art  auditory  unit^worn  on  a  belt, 
connected  to  each.pthfer  by  a, coaxial  cable.    When  the  proper  amount  of  weight 

4 

is  borne  on  the  extremity  a  tone  occu»s  with  desired  pressure  preset  by  the  / 

,  physic iaii.  ^  •  ^ 

Step  Control  Monitor— Problems  of  ambulation  are  manifested  ixi  such 
abnormalities-  as  uneven  step  length  and  uneven  timing,  resulting  in  an jasym- 
metrical  gait  pattern.  .A  step  length  monitoring  device,  designed  to  nfltasure 
and  display  to. the  patient  Information  regarding  thp  symmetry  of  gait  while 

■  '  6  \ 
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'  valkin^^  consists  of  two  sensor  elements  strapped  Just  above  each  ankle. 

 • 

The  distance  between  the  sensors  is  measured  by  transmitting  a  short  buf st , 


of  ultrasonic  energy  from  one  sensor  to  another  ai^d^  meamiring  the  elapsed  « 
time.    The  time'  element  controls  the*  pitch  of  an  &i|dible  signal  emitted^from 
a  loud  speaker  in  a  control  box  worn  by  the  patient  and  powered  ^b^^ at teries^ 
The  audible  -tone  Increases  from  low  pitch,  at  the  point  of  smallest  ankle 
separation,  <o  a  hi^h  pitch  at  maximum  reparation.    The  distance  range  1^ 
,    *       2  tp  24  inches.     The^ffect  of  both  asyiranetriQal  step  length  and  cadence  ob- 
viously  gives  patient  and  therapist  a  constant  immediate  feedback  of  gait 
performance  and  allows  the  patient  to  practice  improvement  of  his  feait  indeperi- 
dently.    \Constant  torrect  performance  should  reinforce  the  patient's  learning 
and  thus  shorten  time  of  rehabilitation. 

Knee  Position  Monitor — Patients  with  neurosen60fy  disorders  as  well  as  those, 
with' arthritis  o£,ten  experience  diff  iculty.       controlling  the  kn*ee  both  during  the 
^wing  and  stance  patterns  of  aml^ulation.  The  knee  position  monitor,  under  develop- 
ment,  is  to  measure  and  display  to  the  patient'  information  "regarding  the  pc^sition 
of  his  knee  during  ambulation.  ,        *  o 

Treatment  of  Language  Disorders  of  Central  Nervous  System  Origin — Patients 
who  have  sustained  bra^  damage  often  present  prQblems  of  language  dysfunction. . 

Between  one  and  two  million  adults  show  some  language  disorders  following  damage 

I? 

from  smokes,  head  injur iesy'^and  damage  resulting  from  neurological  disease 
and  neurosurgical  intexrvention. 

Palate-like  prosthesis  evaluate  lingual  pressures  during  speech.  Development 
^a6 -focused  on  pressure  gauges,  transducers  in  the  palate  prosthesis,  intro-orol 
wi^ring  and  connections,  coating  of  the  prosthesis  to  be  resistant  to  tongue 
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abr as lon^^d. climate  of  the  moqth,  adhesion  to  the  patient's  palate,  and  backup 
-  testing  and  amplification  systems.  In  another  pttase  of  tie  project  satisfactory 

recording  of  mandibular  motion  has  been  achieved.    Still  ta  be  ascertained 

^  _  _  ^        .  •     .      /  _      . .  .  .    ^-          . .  /7   

Ota,  correlations  between  lingual  function  and  jaw  motion  in  sound  production. 

Sensory  Feedback  for  Control  of  Powered  Braces  by  Persons  With  Spinal  j 

Cord  Inlurles — Lack  bf  sensory  feedback  is  one  of  the  major  drawbacks  to  the 
 T  V 

wider  utilization  of  externaJ^|||||^ffered  orthotic  device^  by  high-le>^l  quadri- 
plegics. The  usefulness  of  various  sensory .  fe^^ack  systems  has  been  amply  , 
demonstrated.     These  include  "stereo"  perception  of  a  prosthesis  between  two 
vibratory  stimuli  applied  to  a  stump,  a  matrl;c  of  vibrators  by  which  a  blind 
person  can  read  ordinary  type,  vibrators  on  the  back  of  a  blind  person  presenting 
a  "picture"  of  objepts  seen  by  a  TV  camera,  low-frequency  eleAjtrical  stimulation 
as  feedback  to  represent  pressure  in'^the  Waseda-4  har>d,  and  an  ^planted  ,9tlmu- 
lator  fcpr  the  radial  nerve  of  an  amputee.  A  comprehensive  study  of  eliec trocutan- 
•  eous  Stimulation  as  a  way  of  ofetain^g  feedback  information  has  led  to  the 
conclusion  tfiat  it  represents  a  feasible  communication  ch^annel. 

-  Detect ion^  and  Prediction^  of  Epileptic  Seizures;  Ambulatory  epj^eptics  able 
tcJ  work  but  still  vulnerable  to  seizures  have  been  subjects  of  a  cesearch  program 
conducted  by  McDonnell. Douglas  Astronautics  Company  (MDAC) »  over  the  past  five 
years  under  contract  to  the  Socl^  and  Rehabilitation  Service.     The  goal  of 
this  program  was  to  develop  an  automatic  system  capable  of  "^l^erting  a  subject 
to  a  pending  seizure.  \ 

\  ■ 

*  Advantages  of  6uch  a  warning  system  are: 

A.     The  patient  could  lie  down  to  protect  himself  Ofiainst  the  forth- 
coming seizure. 

Bx    There  would  be  a  psychological  ben^lt  in  that  the  patient 
would  know  that  he  would  have  time  ^o  adjust  to  protecl  hlm- 
oeUf. 
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C,  Opportunities  for  employment  would  Increase.    The  patient 
would  be  less  afraid  to  undertake  emplc/yment,  and  prospective 
employers  liquid  be  leas  i;eluttant  to  hlS;e  such  persons. 

D.  Better  understani^g  of  pr^selzure  and  postsefliure  phenomena: 
and  of  the  eff  ect^of  mSdlcatton^  might  be  achieved.  '  ^ 


Otfher  Gadgets    ^  % 

/  -  '  ' 

A  new  prosthetic  hand  Is  now  solcf,  which  can  approximate  normal  function, 

look  nomal,  and  be  powered  byMzhe  tiny  ^amount  c^^electrlclty  generated  during 

muscle  contraction.  s^The  Bell  System  has  developed  and  marketed'  a  te|.ephone 

communicating  device  for  de^if  per8q,ns  which  operates  by  using  light  slgnala  and 

a  predetermined  code. 

The  Veteran' 8  Administration  Prostlnetlc  and  Sensory  Aids  Sepvlce  Is -working 
with  health  facilities  and  private  ipanuf acturers  on  devices  and  systems,  Including: 

~  A  voJlce  command  system  to  operate  environmental  controls. 

—  Hydraulic  and-  electric  window  a^d  door  openers^controlled  by  sound  or     ^  ^ 
radio  signals  transmitted  from  a  wheelchair  or  bedside. 

—  Miniature  hydraulic  piston  cylinders  to  provide  adjusttible  and  variable 
resistance  to  pressure  on  knee  and  ankle  mechanism^. 

—  An '  electromechanical  dialing  device^  operated  by  pneumatic  or  chin  contrcjJLs, 
and  connected  with  a  conventional  dial  telephone  unit.  r 

—  A  wheelchair-mounted  radio  for  c?ommunlcatlon  between  patient  .and  staff 
raeraberB  at  a  nursing  Bt^atlon.        ^  ;  ^         -  j 

—  A  mechanical  feeding  device  that  would  enable  a  quadriplegic  patle^it  to 
eat  .-^nd  drink  certain  foofls  without  assistance  from  staff  members. 

* —  External  power  units  tp  permit  paralyzed  patients  to  move  their  braces. 

—  Sensory  feedback  systems  that  will  give  an  amputee  a  physical  8ens>ation 
of  where  his  ar  tlf  Iclalr-timb  is,  what  it.  is  doing,  and  how  much  "fine" 
control  is  required.  I  ,  - 

A  sound  pefceptlon  device  for  the  deai^is  now  being  developed.    Also,  a  bio- 

nlc  ear  has  been  developed  whleh  uses  implanted  electronic  stimulators.  Robert 

M.  McLauchlln  of  the  American  Speech  aiicj  Hearing  Association  suggests  that  bio- 

nlc  devices  can  give  sight  and  hearing  to  those  who  have  never  seen  or  heard 

before. 
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Surgery  *  '  ^ 

Amputation  surgery  in  the  United  Stateis  is  still' being  carried  out  pi; e- 
dominantly  by  general  and  vascular  surgeons  who  have  varying  levels  of  sophis- 
^ticdtion  in  this  field.     The  general  surgeon  has  not  involved  himself  In  pros- 
the^ic  rehabilitation  of  the  patient  or,'  as  a  rule,  in  development  of  improved 
amputation  techniques.      Orthopedic  surgeons. are  rbecoming  increasingly  inter- 
ested  in  rehabilitation  in  general  and  in  prosthetics  and  orthotics,  both  external 
and  implanted.  ^  m  \  ^ 

MARKETING  AND  DIFFUSION 

*  v 

The  prime  objective  of  a  Rehabilitation  Engineering  Program  implies  not 
only  the  advanced  research  and  development  which  demonstrates  the  feasiblll^ty 
of  a  new  concept  In  the  clinical  laboratory,  but  also  making  the,  devices  avail- 
able  throughout  the  Nation,  wherever  the  need  may  exist..     The  potential  of  ^ 
such  medical^  devices  has  not  only  promoted  the  growth  of  new  industry  but  also 
deep  concern  .of  the  Feder^  Government  in  the  form  of  pending  medical  device 
legislation.  *  { 

Such  equl^pment  is  usually  m^ufactured  and  distributed  by  private  corpora- 
tions, which  must  in  the  end  recover  tfieir  costs  and  profit  through  commercial 
^alee.     In  the  case  of  medical  devices,  which  must'be  prescribed^  by  the  patient's 
physician  and  paid  for  by  the  patient  or  by  a  third  party,  the  process  leading 
to  effective,  safe^  and  commerci4Lly  feasible  distribution  is  long  and  costly. 
The  problem  is  m/ide  especially  difficult  because  emerging-  federal  controls 
require  demonstrated  effectiveness  and  safety  of  any  device  which  is  to  be 
cleare^  for  general  use. 

Although  device©  may  appear  promisirig  in  a  laboratory,  many  factors  contri- 
bute  to  making  them  great  cotmnercial  risks  when 'c  on  aider  ed  as  new  products 
for  industry This  dilemma  is  compounded  by  the  fact  that  the  market  for  many 
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of  these  devices  is  relatively  small.-   'Stnce  the  potential  manufacturer  is 
unable  to  identify  and  quantify  his  market, ♦he  is  discouraged  by  the  (a)  Coat 
of  design  and  production,  (b)  cost  of  special  modification  for  each  patient, 
(c)  cost  of  adequate  training  and  education  of  physicians  and  allied  health 
personnel  in  their  application,  and  (d)  cost  of  marketing  and  subsequent  main- 
tenance.    Consequently,  there  is  a  need  for  multidisciplinary  interaction  to 
overcome  lack  of  communication  among  researchjers,  educators,  social  w^orkers 
and  tQ  enhance  mutual  exposure  and  interaction  among  worker^  in  different  special- 
't^Les;  development  of  evaluation  procedures  to  deterjnine  the  total  Impact  of 
a  device  or  technique  on  the  functioning  of  the  user;  the  ev^aluation  of  existing 
fcrids  to  determine. which  ^evices  and  technl.ques  improve  various  skills  and  to 
identify  the  strengths  and- weaknesses  of  these  aids  so  that  improvements  can 
be  made;  .and  a  comprehensive  analysis  of  the  potential  consumption  market.^ 

In  P,L.  93-112,  provisibn  is  made  for  funding  the  industrial  development 
of  devices  which  are  not  commercially  feasible  for  mantifacture  and/or  modifi- 

'  cation  to  meet  th6  ^eds  of  various  disability  groups.     However,  m<?ney  for    .  , 

« 

th^.s  purpose  has  not  been  appropriated.     Funds^e  needed  to  underwrite  the  , 
coks  ot  the  field  testing  and  distribution  of  instruments  and  devices  where 
\    the  unit  cost  is  so  high  as  to  be  beyond  the  fiscal  capacity  of  the  researcher, 
the  ultimate  user,  or  his  sponsoring  agency  to  assume.     For  example,  each 
instrument  that  wDuld  enable  the  blind »to  read  printed  words  by  converting  the  • 
printed  word  into  sound  or  tactile  stimuli  will  cost  $5,000^or  more.  Subsidies 
are  needed  to  field  test  such  instruments  and  to  make  them  available  for  use  by 
the  blind.    The  market  for  such  instruments ^would  be  confined  to  .the  relatively 
amall/^ercentage  of  the  population  that  is  blind  or  severely  limited  in  vision. 
•  Without  mass  demand  and  mass  use,  the  cost  of  the  individual  unit  will  remain- 
high  and  beyond  the  financial  means  of  thn  people  who  could  benefit  from  its 
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use.    The  underwriting  of  renal  dialysis  costs  through  the'  Social  Security  Act  ^' 

for  individuals  covered  under  the  program  Is  an  example  9f  a  subsidized  service  ' 

/    _  <  .  .  . 

for  a  relatively  small  niinber  of  people  who  otherwise  could  not  benefit  from 

-  '  ~  .  ~  " ■ 

the  service  because  of  its  high  cost.     .  .    ^  ^  ;  ' 

Many  devices,  some  of  great  significance,  are  either  in  readiness  for  . 
matiufacture  or  soon  will  be.    A  serious  concern  must  be  raised  to  both  extend 
the  areas  in  which  rehabilitation  research  is  now  being  conducted  and  to  manu- 
facture and  disseminate  devices  to  the  disabled*     It  is  also  Important  to  con- 
"^Ider  the  training  requirements  inherent  in  disseminationis>bo£h  for  professionals 


sue 


h  as  si^rgeons,  prosthetists,  orthotists  and  counselors,  and  for  the  disabled 


user .  '  •  ^ 

CONSIDER  INVOLVEM^  /      '  '  ^ 

Consumer  involvement  is  a,  highly  controversial  issue.    ,For  some  it  is  the 
key  to  quality  rehabilitation  services i  whereas  others  see  it  as  an  unwanted 
obstruction.     Some  of  the  possible  roles  which  consumers  might  play  in  furthering 
the  rehabilitation  process  are  presented,  together  with  the  advantages  and  draw- 
backs of  consumer  involvement. 

Many  definitions  of  "consumer"  abound  in  the  literature.     Consumer  Involvement 
at  the  client-counselor  level  is  already  mandated  in  the  Rehabilitation  Act  ot 
•1973  through  the  individualized  written  rehabilitation  plan.     For  our  purposes, 
"consumers"  are  handicapped  individuals  and  elected  representatives  of.  organiza-  .  ^ 
tions  of  tlie  handicapped.    While  this  begs  the  question  of  the  validity  with  which 
such  representatives  represent  their  constituency,  they  nevertheless  represent  an 
Important  point  of  view  on. the  service  needs  for  the  severely  handicapped. 


Consun 

r  Rola.  in  Rehabilitation 

Involvement  with  the  VS,  agency  In  the  T40c-<^ional  rehabilitation  process..  The/ 
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second  is  consumer- run  programs  of  community-^a|^d  service*  delivery ,  which/ are 

.described  under  programmatic  options.    Both  approaches  have  their ^supportera  and 

critics.    For  example,  consumer  involvement  maybe  eee^bjr  agency. staff  ag  oo'e 

#  "«' 
more  burden  in  an  already  crowded  schedule*    Consumer-run  programs  may  be  aeen 

as  unprofessional  or  threatening.    Whatever  the  approach,  the  final  criterion 
should  be  whether  the  sevei^ly  han<flcapped  are  bettet  served. 

-Interest  in  increased  consyrtier  involvement  in  the  rehabilitation  system 
sutfaced  in  several  diffWent  parts  of  ttiei  Gomprehen/^ive  Needs  Study,  including 
.  the  Center  for  Independent  Living  literature  review,  the  National  Rehabilitation 
Aaoociatton  Workshop,  and  the  responses  on  the  provider  survey.  * 
CIL  Literature  Review  . 

In  reviewing  the  literature,  the  research  staff  of  severely  handicapped  per- 
sons of  the  Center  for  Independent  Living  in  Berkeley,  California,  found  a  lack 
of  understanding  of  the  experiential  realities  of  the  lives  of  disabTed  perspns. 
The  single  most  Importanb  regson  for  consumjer  input  into  the^planaing  and  imple- 
mentatj^on  of  rehabilitation  programs  is  to  insure  'that  the  programs  are  authen- 

o 

tically  relatcid  to  these  realities.     If  rehabilitation  researchers,  administrators, 
educators,  practitioners,  planners,  program  evaluators,  and  counselors  are  not 
cognizant  of  how  severely  disabled  persons  experienj:e  basic  life  situational 
the  endeavors  of  these  professionals  will  be  "ineffective. 

In  the  some  CIL  report,  it  was  suggested  that  workshops  be  conducted  by 
articulate  disabled  persons  with  counselors  and  other  4>rof essionajLs  to  reduce 
aCtitudinal  barriers  between  the  professional  abd  the  person  with  a  severe  hondi- 
cap.    Rehabilitation  specialists  could  benefit  considerably  from  client  feedback  • 
about  the  way  they  relate  to  and  work  with  clients.     Some  may  conscioigjly  or 
unconsciously  avoid  the  more  severely  handicapped  persons,  or  they  may  be  very 
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,  uncomfortable  la  working  with  such  persons,  especially  when  they  do  not  under-  . 


^stand  K^w^  severely  disabled  people  experience  .life  situations.     There  may  also^ 
'  be  ffiPre  \Jr^  work  involved  which  may  require  %klllo  not  learned  iti  professional 
traltting -programs..    Some  ^^orkers  try  to  handle M:hemi  situations  by  impoQiqg  a  \ 

'  social  distance  which  prevents  th6m  from"  every  really  urideir standing  the^human 

•    •  '  ■  .  t 

i)elng  who  sits  on  the 'other  side  ofi  the  desk.    Professional  training  In  theories,, 
knowledge,  and  techniques  may  not  help  to  develop\he  ^ind"  of  sensitivity  to  ' 
client  experience  that  is  required.    Workshops-  conduct^d^ by  articulate  disabled 

persons  can  be  hn  interesting  {md 'relatively  painless  way  for  rehabilitation 

■'    ■  •  ■  i  '      '  ■      ■  ' 

sp^cialiats  to  develop  a  deeper  understanding  of  their  severely  disabled'  cliepte. 

Since  they  are  supposed  to  be  the  "experts/'  the  realisation  that  they  do  not 
fully  understand  their  clients  is  the  most  difficult  first  step.  ^    ^  .  ' 

Training  workshops  are  but  one  of  many  examples  of  how  cotiaumero  may  be 
involved  in  rehabilitatian.     Other  roleg  include  involvement  in  planning,  deliv- 
ery, and  evaluation  of  rehabilitation  services,  from-  reviewing  research  .pi-opooals 
to  peer  counseling.     Certainly  one  relatively  untapped  ^resource  for  rehab  11  itati^jn 
agencies  that  are  interested  in  Implementing  mbaningful  consumer  involvement  is 
the'  large  numbet  of  organizations  of,  by,  and  for  the  severely  handicapped. 
Advocacy  and  political  activity,  both  within  and  outside  of^the  formal  rehabili- 
tation  .oys-tcm,  are  ather  examples  of  possible  consumer  Invtjlvcment .  ^  * 

\  ■  4 

Provider  Survey  Resolts: '  Coneumor  Roles  ,  *  s 

In  our  survey  of  rehabilitation  service  providers,  leos'than  2  percent  of 
the  rohabilitatlon  providers  checltecj  "advocacy"  as  the  main  emphasis  of  their 


work.    Lecra  than  2  percent  described  their  organization  as  a  conouner  organiza- 
tion  representing  the  handicapped.    Yet  85  percent  agreed  with  the  option  of 
"greater  involvement  of  the  severely  disabled  consumer  in  planning,  delivery, 
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..     .        ...         .      ^^  .     -  V      \        '  '   -      -  • 

(1  evaluation  of  rehabilitation  'services,"    Eighty-seven  percent  agreed^ with 
tTite  pollpy  option  of  "greater  utilization  ^f  employed  handicapped  'extend 
employment  oppoqj:unities  to  other  handicapped- in  the  same  work  setting, ' 

-       •      •'      •  .   •  \  , 

industry,  or  service."    As'  ^  means  for • delivering  comprehensive  rehabilitation 
services  for  Independent  living,  90'percet/t  of  the  respondents -Irated  self-help 
^'consimier  organizations  as  either  "helpful"  or  "most  helpful."^ 

'  •     ^'  •  \  "     •      S'  •   .         -    •  ^ 

^  Respondents  y^re  asked  what^  role*  qualified  consunfers  or  representatives 
of  consumer  organi^tions  can -play  li>  Improving  the  deliv^y  of  rehabilitation 
services  an^/9%.  in  pt6paring  the  severely  handicapped  to  qualify  for  Vocational 
rehabilitation  orMndependent  living.     Four  ouf^f  five  respondents  cThecked 

y       .        *  •       *^         '  '   '  ' 

"information  resource,^*  and  "referral  source."    Peer  counseling  was  checked  by 
65  percent.    "Consumer  advisory  boards"  were  also  highly  indicated  both  for 
"the  State  VR  agency"  and  for  "other  rehabilitation  senfic^  providers."  The 
most  frequent  write-in  comment  was  "use  of  paraprofessionals,  especially  handi- 

r 

capped  parap'rof essionals." 
Consumers  and  VR 


"   The  State  VR  program  may  benefit  from  increased  consumer  Involvement  by 
(a)  better  working  relationship  between  counselor  and  client,  (b)  greater 
awareness  erf  the  ipieeds  of  the  handicapped,  (c)  feedback  from  those  being 
served  as  to  program  strengths  and  weaknesses,  (d)  clearer  understanding  of 
the  mission  of  VR,  and  (e)  increased  advocacy  for  VR  programs  and  needs. 

The  Rehabilitation  Act  of  1973  proV^ides  for  the  involvement  of  consumers 
in  the  State  VR  program  in  a  nimiber  of  ways.    The  major  ones  are  serving  in 
the  development  of  their  individualized  written  rehabilitation  programs  and  * 
in  the  development  and  Implanentation  of  the  State  agency  policies.  In 
response  to  the  latter,  the  Act  specifies  that  the  State  Vocational 
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'f-    ■■     -         "  ■ 

Rehabilitatipn  ^lan  shall  provide  tha\  the  Statpagency  rd-ll  take  into  account, 
in  connection  with  matters  of  general  policy  arising  in  the  administration- 

-     spf  the  plan,  the  view  of  individuals  and  groups  thereof  -who  are  recipients 

y  ■      \-  -         '    '      ~  \ 

of  vocational  rehabilitation  service^  Cor  in  aijpropriate  cases,  their  parents 

' '  or  guardians) .  ^  \ 

t 

Active  consumer  partici{)ation  keeps  public  service  programs  responsive 
'    to  theNieeds  and  priorities  of  the  constituency  for  agency  services.  State* 
VR  agenaies  have  been  slow  to>  Implement  this  section  of  the  Act.     One  reason 
*for  this  may  be  the  lack  of  specificity  as  to  the  role  of  consumers.  Such 
roles  co*illd  include  comments  on  proposed  research,  the  establishment  of  new 
rehabilftation. facilities,  the.  develppment  of  program  priorities,  and  the  annual 
evaluation  of  the  effectiveness  of  the  program  required  by  the  Act. 

Consideration  should  also  ble  given-to  establishing  a  committee  to  advise 
t\\e  Commissioner  of  the  Rehabilitation  Services  Administration  on  taatters 
affecting  the  Vocational  Rehabilitation  program.  . 
^  Other,  roles  for  consumers  include  client  assistance  and*  advocacy  wi^h  the 

agencies  responsible  for  services  like  attendant  care,  transportation,  housing, 
^       and  recreation.    Consumer  organizations  haye  already  taken  a  l^ad  role  in  the 

elimination  of  architectural  barriers  and  in  organizing  other  self-help  activi;|^.. 
Consumer  self-help  groups  can'play  a  major  role,  both  in  assisting  persons  with. 

»*.  » 

severe  handicaps  in- independent  living  rehabilitation  and  in  preparing  them 
for  vocational  rehabilitation. 

A  Consumer  Perspective  in  Technology  Development 

Technological  advancements  in  rehabilitation  are  an  Important  need  for 
the  severely  handicapped,  both  for  those  with  vocational  {potential  and  for 
those  with  independent  living  as  the  goal.    Much  of  v/hat  has  been  accomplished 
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to  date,  although,  helpfiS.  to  some  severely  handicapped  ipdividuals,  has  little 

videapread  utility  among  consumers.    Many  of  the  a6sistive  devices  which  have 

\  '        ■  ,  ^  •  ■ 

been  developed  arei  the  product 'of  biomedical  engineers  in  clinical  settings,  who 

^     •       i   ■   -  '  ^ 

have  Vioxf had  the  Qonsumer  input  to  fully  consider  the  total  needs  and  real  ^ 
constraints  of  the  user.    Many  times  the  cost  of  such  devices  is  prohibitive, 
usage  may  require  trained  attendant  care*,  or  environmental  constraints  may 
prohfB^it  widespread  useage.  ^  ^        *^         *  ® 

^         Examples  are  readily  available.    We  shall  mention  only  a  few. 

The.OptaconI  de\^B^oped  for  the  blind,        a  machine  designed  to  chang^^ 


written  material^  into  tactile  material.     Such  a|i  innovation  clearly  would  be 
of  great  assistance  ^to  most  blind  individuals.    Howler,  the  price  of  $3,450 
per-unit  iis  prohibitive  for  the  private  consumer  and  poses  a  high  firicai 
burden  oii  the  budgets  of  service  delivery  agencieis  for  the  blind.    Thus,  the 
primary  use  has  not  be^fi^consufiier  oriented  but  has  been  adapted  to  computer 
programming  for  activities  totally  unrelated  to  services         the  handicapped. 

Biomedical  engineers,  through  the  application  of  advanced  neuromuscular 
and^mechanical  technology,  have  been  able  to'^develop  mechanical  limbs.  Again, 
such  unique  aids  for  the  amputee  would  offer  great  ^opportunity  f of^vercoming 
handicaps  resulting  from  impairment.    Although  the  engineering  accomplishment 
must  be  a  delight  to  the  technologists  involved,  the  prohibitive  costs  of 
development,  estimated  to  be  millions  of  dollars,  the  unit  cost  of  thousands 
of  dollars,  and  the  maintenance  problem^fv^nd  costs  render  this  innovation 
of  little  practical  utility  to  most  handicapped  individuals. 

Again,  consider  some  of  the  devices  developed  for  children  and  adults 
afflicted  with  cerebral  palsy,  including. items  ranging  from  button  hooks  to 
long  braces,  speciM  wheelchairs,  and  elaborate  voice  Xoptrol  apparatus. 
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There  is  no  question  jth,^t  Less  assistive  devices  are  iipprtant  \to  and  needed 
by  those  with  cerebral"'pals|7    In  many  cases,  however ,  jt'^e  real  ftee'ds,  percep-^ 

tions'and  realities  of  the  afflicted  ixersons  are  not  tejkfn  into  atcount  in  the 

k      '  .    \        .  ^    ^  'II  .  * 

development  of  these  items \  '  M 

For  example,  ^rris  descrVbes  a  device  that  lielpfl'  the  cerebral  palsied 
child  to  learn  to  sit  straight.^    It  yas' hypo thesized ; that  the  reason  the 

children  do  not  sit  straight  is  fehat  jjoaproper  sensory  messages  are  issued  from 

^  •  \  *  t 

the  head  or  limbs.    Thus  the  chlld^  re^ly  does  not  always  know  where  his  head 
or  limbs  are.    The  device  issues  an\  "unpleasant"  sOuilc 


/ 


whenever-  the  head'  or 


limb  goes  beyond  a  certain  range,  using  a'behavi^rj^d^  towards 
changing  the  child's  behfivior.    The  authors  state  ,^hj9ft  some  children  may  only 
use  thisTde^ce  foir  a  short  period,  but  that  some^/cdrebral  palsied  children  , 
may  have  to  wear  it  almost  permanently.^   The  de^lck  was  tested  on  a  total  ol 
seven  children. 

Obviously,  a  population  of  seven  is  not  suffiicient.  to  test  the  reliability 
or  usefulness  of  a  product.    A  Serious  flaw  in  adch  a  method  is  th^  questionable 
assumption  that  the  reason  the  child  could  not  hold  his  head  up  was  Improper 
sendory  communition.     The  report  indicated  no  cjonsideration  that  poor  musclfe 
coordination,  poor  muscle  strength,  or  any  of  a  wide  variety  of  oth6r  possi- 
bilities waa  considered.    Furthermore,  the  device  is  rather  strange  in 

« 

appearance;  which  might  well  be  a  dJrawback  for  the  wearer.    No  d4.scussion  , 
of  the  value  of  sitting  up,  ccmpared  to  the  psychological  effect  on  the  child 
of  having  to  wear  this  strange-looking  device  was  offered,  nor  was  there  any 
discussion  of  parental  reaction  to  such  a  devic^. 

» 

r.     Hx.rr^a'■^  Spplmin.  and  Agner .  Therapy  foV  Cerebral  Palsy  Employing 
Artification  Sensory  Organs'  (Carnahan  Conference^ on  Prosthetic  Devices,  1972). 
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One  could  cite  many  more  such  examples,  in  wheelchair  and  power  wheelchair 
design,  in  experimentar  work  related  to  videoelectronic  apparatus  Implantations 
for  the  blind,  ^in^eldcommunic^ion  technology  for  the  neuromuscular  impaired, 
and  many  more.    The  fact  Still  remains  that  although  mudh*  is  being  done  with 
all  go6&  Intent  by  t^l^se  Involved,  ^little  consideration  and  input  from  the  con- 
sugier  is  sought  or  included  in  the  pLanning  and  developmental  phases  of  the 

9 

effort. 

*    There  is  prot^ably  some  wisdom  in  establishing  a  workable  means  whereby 
the  eventual  consumer  can  participate  in  the  policy  planning  dnd  priority 
setting  activities  whicji  determine  the  course  of  activities  pursued  throughout 
the  rehabilitation  and  biomedical  engineering  field.    Until  the  felt  needs  of 
the  handicapped  are  considerec^  rather  than  simply  the  bafic  interests  and  y 
concerns  of  the- researcher ,  until  reaearchv in  rehabilitation  engineering  is 
infused  with  some  practical  cohcern  for  the  utilization  of  the  device  and  the 
cost  to  the  consumer,  one  can  be  certain  that  some  portion  of  the  effort  may 
have  poor  payoff.     It  is  not  realistic  to  expect  that  persons  involved  in 
basic  research  will  always  be  aware  of  the  factors  affecting  consimers.  . 
Rehabilitation  technology  requires  the  coordination  of  rehabilitation  en-^ 
gineering.  and  consumer  involvement,  a  matter  of  practical  benefit  to  both. 
Problem  Areaa  in  Consumer  Involvement 

It  is  important  to  note  one  of  the  problems  of  consumer  groups — 
competition  among  the*  groups.    As  ability  to  Influenq^^e  programs  increases, 
differences  within  groups  may  take  on  the  character- of  major  power  struggles. 
When  resources  are  limited,  competing  organizations  may  develop,  each  claiming 
to  speak  for  tU.e  whole.    Administrators  and  sometimes  legislators  are  in  the 

middle  when  the  groups  seek  resources  lot  themselves  or  have  Vastly  differing 

1 

pr^Loritiea. 
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A  related  problem  of  consumer  Involvement  is  -that  consumer  groups  tend 
to  be  advocates  by  nature  and  help  little  in  assessing  priorities  undet  strict 
constraints.    Their  primary  advantage  is  in  making  the  case  and  gathering 
support  for  additional  resources,  .not  in  assessing  the  relative  seriousness 
and  urgency  of  the  various  aiieeds  of  tl>e  handicapped  as  a  whole.    It  is  not 
always  clear,  moreover,  whether  the  representatives  of  consumer  groups  speak  . 
for  the  group  as  a  whole,  or  wheth.er  ^he  most  articulate  are  the  least  repre- 

.  sentativjB.  f 

Bespite  the  drawbacks,  j^jowff^fes^^the  literature  and .  ^per ience  suggest} 
--  that  consimet  Anvolvment  can  make  vital  contributions  €o  the  rehabilitation 

of  the  severely  handSfrmped.     Further  .research  is  needed  to  determine  the 
;    beneficial  or  other  Impact  of .consumer  involvement  on  such  areas  as  technology, 
'   ^rehabilitation  delivery  systema,  and  transportation  systems. 
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Chapter  24  ^ 

A  BENEFI'IJ/COST  ANALYSTS  OF  SERVICE  TO  SEVERELY  HANDICAPPED  INDIVIDUALS 

ACCEPTED  FOR  SERVICE  BY  VOCATIONAL  REHABILITATION  '  .  ' 

There  are  many  types  of  analyses^ which  can  be  use^  to  establish  the 
value  of  certain  program  expenditures.     Such  analyses  of  ^n -  focus' on  the, 
"benefits"  'Shd  "costs"  of  the  given  program,  although  they  vary  greatly  in 
utility,  assumptions,  and  conclusions.     Vocational  Rehabilitation  is  one  of 
Ahe  fev;  social  progr^pas  for  which  benefit/cost  analyses  have*been  made. 
However,  we  have  some  reservations  abo>it  the  confidetice  that  can  be  placed 
in  their  -findings.    While  the  techtfitcal  aspects  of  the  work  have  been  very 
.acceptable,  the  basic  data  are  simply  not  available,  and  this  necessitates 


inntiraerable  as^suiftjptions , 


The  limitations  of  the  benefit/cost  calculaCioHs  have  not  j^enerally 
been  recognized  by  advocates  and  critics  of  the  Vocational  RehabilitalCiOn 
program.  '  If  Congress  and^  the  Department  of  Healtji,  Education,  and  Welfare 

watit  to  u^e  benefit/cost  analyses  as  important  inputs  to  setting  appropria- 

\  '  ^  •  * 

•tions  priorities,  then  the  types  of  data  necessary  to^develop  accurate  benefit/ 

cost  estimates  muat  be  collecjied.     Alternatively,  if  Congress  desires  to\  set 

O 

priorities  on  the  basis  of  other  considerations  besides  economic  efficiency 

^  1 
(e.g.,  directing  the  Vocational  RehabiU-tfation  prograi?  to  serve  the  severely 

handicapped,  a  group  of  clients  whom  most'  provi^rs  of  services  believe 

require  more  services  than  the  less  severely  handicapped) ,  then  the  need  to 

collect  better  data  is  not  as  important. 

The  most  widely  accepted  benefit/cost  model  i'^^jlhe  economists'  social 

benefits  model.     The  estimates  provided  in  this  chapter  were  developed 

from  that  model.     In  the  pages  that  follow,  we  describe  our  methodology, 
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vfor  estimating' the  benefits  and  cdsts  of  serving  severely  disabled  people 
accepted  by  the  Vocational  Rehabilitation  program. 

.    -  i  „  ,  ♦  '  • 

t 

SOCIAL  BENEFIT/COST  MODEL 

♦  For* this  benetit/cost  ^alysis  the  definition  of  severely  handicapped 

is  presented  'in  Table  2A-1.     The  definition  usfes  R'-SOO  primary  disability 

codes  used  by  Vocationa^  Rehabilitation  agencies  to  classify  individuals 

as^^^verely  disabled  of  nonseverely  disabled.     The  critical  point  ta  remem-  • 

ber  is  that  the.  individuals  who  ^re  the  basis  of  this  analysis  have  received  • 

services  from  Vocational  Rehabilitation  an^i  -have  not  bee^  rejected  as  being^ 

» 

too  severelfy  disabled,  as  ^as  our  survey  poj^ulation.     Thus  this  benefit/cost 
analysis  looks  at  a  particular  group  of  severely  handicapped — those  who  were 
classified  by  VR  as  severe,  based  on  disability  ty^,  o^nd  treated  by  VR. 
Ip  essence,  then,  all  those  classified  as  08,  28,  and  30  who  were  rejected 
for  severity  have'^  been  screehed  out  of  the  analysis. 

While  this  definition  has  been  utilized  for  the  purpose  of  analysis, 
*  it  has  several  limit|jtior^.      Only  primary  disability  codes  are  u^ed ,  with 
no  reference  to  secondary  disability .     Several  disability  Cfodes  are  rtot 
listed  in  the  table,  including  1A0^1A9  (other  visual  impairrnients)  and  370-  v 
379  (orthopedic  involvement  of  one  or  both  lower  limbs)  .     Some  cod^s 
listed  in  the  table  are  not  classified  either  way,  especially  532  (moderate 
mental  retardation)  and  A30-AA9  (loss  of  one  or  both  major  extremities), 
and  some  disability  codes  perhaps  do  not  belong  in  the  definition,  at 
least  in  entirety.     Diabetes  (6lA),  for  example,  may  or  may  not  be  severely 
disabling. 
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tions can  be  found  in  the  chapter  on  Definitions. 
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Table -ZA-l  -  » 

Data  Use*'d  to  Determine  The  Percentage  of  ^ 
^     Individuals  Served  by  VR  Who  * 
Are  Severely  Handicapped 


Ptrttnl  Pfrcint  nM- 
«    itviraly  ttvtrtly 

ditibltd  .  dUtWM 
(SO*!)  (ftSO'i) 


X 


lOO-BIInilntu: 

00  to  19..  •   DlMbiliry  WlndncM   

19lo29...:   I  blind  eyi.  I  (JtfectJvt  

30  to  39   \  blind  eyt,  l#food  iy*  

20a~Duf: 

00  lo  19   Deifntts  

20  lo  29   Other  hitrlnf  :  

jt)0-'Oitboptdlc; 

00  to  19    Orihopedii  3  llmbi  or  mcr*  

20  to  39   OrUiopodic  1  uppif,  I  lovrer  

40toS9   Orihopodic  I  uppir  

60  to  70   Orthopedic  I  lowir  .'  

80 10  59  u  Orthoptdic  I  lowirrC...  

CO.  81.91  to  97  1  

83   Orthopedic,  other  dJietm  

90  ,   Olhir orthoptdlc...^  

99  OrUioptdlticlhtr  isgcldend  , 

400— Amputttions: 

00  lo49   2  Hmbi  oi  mor«  ^  

20  lo  29  I  upptr  ^  

.  30  to  39   \  lower  , 

40  to  49....   Olhtr  , 

40    Amputitlon  olhtr  millljianl  •.. 

42  to  49  r:  AmputtliontJther  , 

.  500— MontiJ.  piychoUc.  ptr- 
lonil  disoidtrs:  h 

00   Piychotic  ^  

10  .  .*  Piychoneurotic  

20  Alcoholic  ;  

21  Addict... rr  

22   T.  OlhorCh^r»clBri$«cdli2li3e/»(l). 

20   Mtntilly  rotardod,  mild*©)  

-32  J   MonUlly  lotaided,  modoitli..... 

34-   Montiliy  rotardid.  sevort.v.  

COO-<l'tNr: 

0  to  5   Malignant  ntopltlm  (yis)  

0   Cotonomiei.  maltgnint  (yM)-««. 

\    UryngcctomlM(yM)  

2...^  Louktmia.  tloukomit(yo»)..;^. 

•    Othtr  malignant  ncopUim  (yts).. 

9^^!**  :  4,.  A  Oomcn  neoplasm  (no)  

10  j.:v.  Hay  ftvor.  asthma  (no)  

11   niher  allflrgios  (no)  v.  

U   Diabotoi  (yoi)  

15  k   Olhor  ondocrlna  (no)  

19   .  Avitamlnosoi  (no)  

20   Homophilia  (yei)  

29..!  Anacmii.  ttc  (no)  


1: 


2.7 
2.4 


IS 


Li 


1.5  . 
1.3 

2.1  , 

6.2  . 


.5 

....  .  It^ 


LO  . 


5.1  . 
.6  . 


4.1 


7.1 


30  

39... 


40  to  44   Hoarl  (yoi), 


:? 

  .2 

  L2   

  .4 

  • 

:k=  -i 

  ,l5  

 :::::::::::: Er  :* 

Other  circulatory  conditioa  (no)  1 0 

Tubfrcuioiii  (yit)  ,    

Pnpumoma  (yoi)    • 

Other  rosptratory  (no)  .'  


Epiiepiy  (yw)  

Othor  norvoui  lytttm  (no)  


45  to  49. 

50  

51  

52  to  59   ___ 

60   Tcfth  (no), 

6l»   U'toi  (tw))  

02  ,  ►        Entcnhi  (no)  

63  »^     Hirnia  (no)  

04  to  69  AU  olhor  digtstlvo  (no)  

70    Geniio  urmary  (no)  

CO  to  B9  .  Speich  

go    Clelt  palatt/hiriHp  (no)  

82  StammBr/itutter  (no)  

C4l  ^..^   Urynficctomy.  nonnialigmnt  (yti). 

05.** I   Aphasia  Irom  ctroka(yoi)i  

SO  »   Olhor  ipeech  impairmtnt  (no)  

90i^  -  Skin  diwasoa  (no)  

9J)   Othor  ditaasa*  (no)  .- 

Total.^  


LI 

.4 


if 


0  - 

0». 


.1 
.2 


42.C 


57.4 


Nott;  Ptrcain  of  diinU  ctvaraty  diksbltd.  42Jw 


SOURCE:     U.S.) House  of  Representatives ,  Select  Subcommittee  on  Education  ^ 
of  the  Connnittee  on  Education  and  Labor,  Vocational  Rehabilitation 
Services :  Overs Ifiht  Hearings ,  pt «   1 > ,  August  3,  1973. 


■  A 

*  Utilizing  this  definition,  a*model  was  develcrped  which  includes  on  the 


benefits  side^  *  \ 

—  Paid  earnings  ■       '  ,         .  .  - 

—  Homemaking      *  ■  ^  '  ' 

—  Unpaid  Work  %  ^ 

—  Fringe  Benefits  ^  .  .  *  </ 
^ —  Benefits  Dae  to  Change  in  Family  Earning 

—  Labor-'^'orce  Participatllon 

On  the  cost  side,  the  model  includes:  4 
t       —  Program  Costs  of  the  Agency 
'      —  Prograjn  Costs  Not  Borne  by  tbe  Agency 

—  Research,  Demonstrations,  and  Training  Costs 

—  Foregone  Output 

^     ^  '      —  Client-Borne  Costs  i,  . 

V 

The  model  presented  is  a  social  model,  incorporating  social  costs 
and  social  benefits.     The  data  utilized  to  make  the  benefit/cost  -festimates 
draw  on  the  R-300  data  for  FY  1970  and  FY  1972,  ^  reanalysis  of  existing 
^  comi^ter  programs  developed  for  benefit/dost  analysis  of  R-300  data  at 

^  The  University  of  California,  Berkeley,  the  data  of  State  followup  studies, 

and  national  evaluation  surveys. 

Before  detailing  the  specifics  of  the  model  and  the  results,  it  is 
important  to  look  at  the  assumptions  made  and  the  concomitant  limitations 
these  assumptions  impose  on  the  results  of  t-he  analysis. 

•  •• 

First,  there  is  no  followup  on  available  mortality  data  that  are 
specific  tp  the  population  analyze^    Thus,  the  same ^ssumptions  about 
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benefit  retention  over  time  (length  of  ptay  on  the  job)  are  usfed  for  this 
population  as  for  the  overall  rehab^^litant  population.-    If  individuals  change 
jobs  frequently  or  leave  the  labor  force,  their  benefit  stream  decreases*. 

Second,  today's  high  unemployment  conditions  are  not  included.     In  a 
period  of  high  unemployment,  the  probability^  of  severely  handicapped  indivi-; 
dual§  entering  the  labor  marRet  is  likel}^  to  be  reduced.     Puring  these  I 

>  periods  it  is  also  doubtful  that  placing  severeXy  handicapped  persons  in  ; 

.         •       '  ^  '  •        ^  v 

jobs  actually  iresijilt^  in  a  net  addition  to  the  labor  force — it  may  merely  / 

substitute  sonte  potential  workers  for  others.     Th€^re  is  no  addition  to 

s^^jtitution. 


social  benef it -f-rom  such  substitution.     The  benefit  stream  attributable  to 
the  VR  program  is  thus  altered  by  labcgca^market  conditions. 

I   Third,  VR  services  may  not  be  the  reason  why  an  individual  has  a  parti- 

'       ■       ,      '  .      •*  •  ■ 

cul^r  job  and  retains  it.     In  essence->  there  is  no  clear-qut  cause  and  effect 
relationship  and  none  can  be  determined  without  a  pontrol  group.  I^urthermore 
an  individual  may  have  received  VR  services  but  may  have  gone  back  to  the 
job  he  held  prior  to  disability.     Unless  the  ifidfvidual  had  l^st  the  job  and. 
not  been  replaced,  v;hich  is  unknotim,  benefits  are  difficult  to  ascribe,  since 
it  is  unclear  that  jobs  following  initial  VR  placement  ^re  related'  to  VR 
services.     Consequently,  th^  lifetime  earnings  stream  associated  with  these 
later  jobs  may  not  be  benefits  attributable  to  the  VR  program.     In  this 


study,  we  have  attempted  to  make  some  provision  for  this  phenomenon  by  using 


an  "adjujstment  factor." 


Desp^e  these  problems,  the  material  presented  in  this  chapter  is  inter- 
esting because  it  attempts  to  incorporate  some  of  the  more  elusive  benefit/ 
co^t  items  not  usually  included  in  analyses  of  this  type. 

\  • 
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^  "  COSTS  - 

§  ... 

.   On  the  cost  side,  the  model  includes:  •  » 

•  .        Variable  Program  Costs  -  •  • 

—  case  service  expenditures^  -  .  • 

r 

Fixed  Program  Costs  (as  budgeted  by  State  agencieli) 

—  counselor  salaries  (variable  costs  over  the  longUzerm) 
•    —  adtoinistrative  costs 

* —  facilitiies  and  plant  ^  . 

—  research  and  demonstrations 

—  tj-raining  of  personnel        ^     •        •  ^     ' ' 

♦      -f-  services  to  nonrehabilitants  (variable  ^st  ^ver  the  long  term) 

Costs  Borne  by  NonrehabiJ^tatioa  Agerrcies  .   ^  * 

*  *  '  •  * 

«Costs  Borne  by  Service  Client  and  Family 

—  direct  expenses  '  ^ 

—  foregone  employment  < 

Future  Coats* of  Sustaining  Rehabilitation  Gainp 

—  repeater  costs  to  ajjency 

— '  deductible  individual^ expenses 

In  allocating  costs  for  disaggregated  populations,  reasoned  but  essentially 
arbitrary  assumptions  often  must  be  madj^.     In  designing  and  calibrating 
the  model,  we  routinely  engage  in  sensitivity  analysis  to  assess  the  ^ 
impact  of  alternative  assumptions  and  the  variance  of  parameter:  and  input  ,  • 
data  estimates. 

The  model  also  permits  adjustment  of  basic  program  data  to  reflect  its 
limitations  as  a  measure  of  earnings.     Benefit/cost  studies  in  the  past  (with 
the  notable  exception  of  Conley's  work)  and  the  use  of  simple  evaluation 
indicators  IJLke  the  change  in  earnings  from  acceptance  to  closure  have 
generally  made  use  of  the  R-300  figujjfes  (usually  zero)  of  earnings  at  accep- 
tance as  the  basis  for* their  investment  return  estimates.     Such  practice 
gseatly  inflates  the  ben6f it/cost  estimates  for  rehabilitation  services. 

The  major  costs  of  the  VR  program  are  of  course  the*  program  costs. 
Here,  however,  several  adjustments  have  to  be  made.   ^Some  components  of 
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program  costs  must'be  deleted;   therf  some  additional  (^osts  must  be  included. 

At  the  Federal  level,  program  costs  are  the  basic  grants-in-aid  under  the 

Vocational  RehaiJilitation  Act  ^d  expenditures  under  the^sability  Insurance 
•and  Supplemental  Security  Income  authorized  «y  the  Social  Security  Act. 

Program  costs  include  both  case  servioes  and  overhead  costs. 
^        Costs  that  must  be  subtract^  from  program  costs  include  carry-over 

and  maintenance- costs.     Si^ice  an  analysis  is  for  a  given  year  (with  the  reha- 

bilitants  closed  in  the  year  defining  the  frame  for  the  , analysis) ,  ffome  .  , 

*  -  < 

rehabilitants  closed  in  that  yedr  incurred  expenditures  in  the  previous  year, 
and  some  rehab ilitan|:s'^  incurring  expenditures  in  the  year  were  not  closed 
in  tWat  ydar.     In  a  program  in  which- the  same  number  of  rehabilitants  were 
closed  each  year,  the  two  departures  from  the  1-year  accounting  scheme 
cancel  eaqh  other  out.     However,  in  an  expanding  program,  fewer  rehabili- 
tants have  cases  closed  with  pr^or  year  costs  than  the  growing  number  of 
cases  incurring  costs  which- will  not  be  closed  until  later  periods.  ''Carry- 
over"' costs  adjustment  must  be  made,  resulting  in  a  carry-over  adjustment 
estimated  at  4  percent.  ^ 

Maintenance  costs  are  transfer  payment^  and  thus  are  not  real  resource 
or  social  coats.      Maintenance  costs  should  be  excluded.     Using  FY  1970 
.on  maintenance  payments  results  in  a  reduction  of  7  percent  to  program  costs, 
t   Some  services  are  provided  ufnder  the  rehabilitation  plan  for  which  the 
rehabilitation  agency  does  not  pay^    However,  these  costs  borne  by  parties 
other  than  the  rehabilitation  ag^npj^  are  part  of  the  overall  social  cost 


fZ.     In  economists*  terms,  transfers  ara  not  counted  because  the  exchange 
or  redistribution  does  not  add  to  total  GNP. 

,  / 
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of  rehabi-litation .     To  include  those  services  provided  under  the  plan,  we 

3        '  / 
estimate  an  8  percent  increase  in  cost^.      ■   #  -     .        j  - 

Given  tl>at  biosures  benefit  from  previous  research, -demonstrations, ' 

^and -trair^ing,  wa  add  pertain  R&D  and, training  costs.     Counselor  training 

which  benefits  the  rehabilitant  is  estimated  at  25  percent. 

^         This  figure  wa^  "bpccd  on  Conley's  observation  that ' research  and  * 

demonstration  and  training  expenditures  had'  averageS  25  percent  of  total 

program j.budget  ove;:  a  5-year  period.       Thas,  a  5-year  depr^iation  strategy 

and  an  annaal  ascription  of  total' research  and  demonstration  arid  trai^ng 

co^^s*  have  been  more  variable  as  a  percentage  of  total  program  budget  in 

recent  fiscal  years,  and  the" 25  percent  relationship  has  been  continued  on 


the  average.     These  adjustments  to  program  costs  constitute  an  addition  of 

22  percent  of  program  costs  to  social  costs.  * 

For  part  of  the  rehabilitation  process,   the  rehabilitants  are  without 

earnings.     If  the  rehaWlitant  had  earnings  at  acceptance,  he  may  have  fore- 

gone  those  earnings  or  part  of  them  (by  working  fei;er  hours)  to  enter  the 

rehabilitation  program.     In  addition,  although  the  rehabilitant  may  no^ 

%. 

have  had  earnings  at  acceptance,  he  may  have  been  looking  for  employment 
and  abandoned ; the  search  to  enter  the  rehabilitation  process.  Moreover, 
these  earning^  are  a  lose  to  the  economy  and  should  be  counted  as  a  social 
cost  of  rehabilitation.     The  method  used  to  estimate  these  foregone  earn- 
ings uses  average  annual  earnings  at  acceptance  (rather  than  closure)  for 
thos«  with  earnings,  adjusted  fcfr  pre-rehabilitatlon  earnings  base.  In 
addition  to  patd  earnings,  fringe  benefits  are  included.     This  earnings 


3.  Based  ^  an  Abt  study  of  Clients  receiving  services  outside  of  VR 
during  a  VR  plan^^    Abt  Associates,  Inc.,  *'Coet-Benef it  Analysis/'  in  The  Program 
Services  and  SuppTi^t  System'  of  the  Rehabilitation  Services  Adminiotration; 
Final  Report  ^Cambridge,  Mass.;     The  Associates,  197A) ,  Part  IV,  Section  8.2^ 

4.  Ronald  VJ.  Conley,  "A  Benefit-Cost  Analysis  of  the  Vocational  Rehabili- 
tation Program,*'  Journal  of  Human  Resources,  Spring  1969»  p.  2A2. 
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figure,  is  further  adjusted ''for  the  average  time  spent  in  rehabilitation 
without  earnings.    Time  spent  in  rehabilitation  without  earnings  is  estimated 
aa  time  from  acceptance  to  closure  minus  30  days.     This  liime  is  expressed 
as' a  proportion  of  a  year.    For  the  entire  population  of  rehabilitants, 
average  time  in  process  is' 15.1  months  for  FY  1970.    A  final  adjustment 

involves  the  number  of  rehabilitants  who  actually  forego  earnings.  The 

5  '  ^ 

Abt  study    showed  that  only  1.5  percent  of  refebilitants  reported  foregone 

earnings.     To  include  those  rehabilitants  who  give  up  the  search  for  employ- 
ment or  worked  fewer  hours,  a  more  conservative  figure  of  15  percent  is 
used.     In  summary,  total  foregone  earnings  equals  total  annual  earnings  and 

^  fringe  benefits  at  acceptance  (including  an  adjustment  for  pre-^rehabilication 
earnings  base)  times  the^ proportion  of .  a  year's  earnings  are  foregone  times 
the  percentage  of  rehabilitants  foregoing  earnings.     Note  that  the  foregone 
earnings  of  nonrehabilitants  are  not  included.    Foregone  homemaker  and 
unpaid  work  are  not  included  since  few  rehabilitants  probably  change  this 
level^of.  activity  while  receiving  services.  / 

Client-borne  costs,  are  sinjply  those  costs  borne  by  the  client  (not  by 

%the  rehabilitation  agei^cy)  which  are  part  of  the  plan  and  which  contribute 


to  the  success  of  the  reh^j^i^^Uj  For  years  other, than  FY  1970  and 


^  6 

for  subpopulations,  a  ratio  of  $421^  to  average  case  service  costs  for  other 
years  or  subpopulations  was  established.     Client-borne  costs  equal  the  pro- 
portion bearing  costs  times  the  average  payment  times  the  total  number  of 

^  •  Mm.  I 

rehabilitants.     Client-borne  costs  for  nonrehabilitants  are  not  included. 
^       The  problem  occurs  when  disaggregating  costs  by  subgroups.    While  c^se 
service  costs  for  the  subgroup  of  rehabilitants  are  readily  available,  the 
problem  comes  in  allocating  counseling  an^  administrative  overhead  costs 


5.  Abt  Associates,  "Cost-Benefit^ Analysis,"  Part  IV,  Section  4.2. 

6.  Ibid. 
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to  the  subgroup.     Some  costs,  such  as  counselor  costs,  are  variable  in 
the  sense  that  subpopulations  can  receive  more  or  less  counseling,  time. 
However,  counselar  salaries  for  the  program  as  a  whole  are  fixed  in  a 
given  year.    J)eciding  how  much  of  th$  overhead  costs  to  distribute  to  the 
different  subgroups  is  the  difficult  problem.     Furthermore,  since  case  serv- 
i=ce  costs  are  lesfs  than  half  the  total  cost^  incurred  in  rehabilitating 
clients,  the  allocation  of  overhead  costs  assumes  great  importance  in  deter- 
mining  the  benefit/cost  results  for  client  subpopulations. 

The  amount  of  overhead  costs  to  allocate  to  a  group  could  be  based,  on 
a  comparison  of  (1)  the  number  of  rehabilitants  in  the  group  to  the  total 
number  of  rehabilitants,   (2)  the  total  time  in  process  for  the  group  to  the 
total  time  in  process  for  all  rehabilitants,  or  (3)  the  total  ease  service 
costs  for  the  group  to  the  total  cas^e  service  costs  for  all  rehabilitants. 

The  method  chosen  is  comparison  of  case  service  costs.    This  method 
implies  that  the  more  ^tase  seirvice  costs  a  group  has,  the  greater  the  propor- 
tion of  overhead  costs  that  should  be  -Allocated  to  that  gYo^p.     Of  the  three 
methods,  in  absence  of  administrative  studies"  this  method  seems  plausiblne 
and  most  practical.    While  the  choice  of  the  method  can  affect  the  results, 
a  comparison  of  t1ie  three  methods  on  seven  disability  groups  showed  that, 
despite  different  Benefit/cost  ratios,  the  ranking  among  disability  groups 
was  constant. 

*  BENEFITS  /  . 

The  paid  earnings  are  the  major  benefit  in  a  social  model.     The  increase 
in  earnings  computation  is  based  on  a  bef ore-and-af ter  approach.  Average 
weekly  earnings  of  rehabilitants  at  closure  are  higher  than  average  weekly 
earnings  at  acceptance.     This  differfence  is  the  increase  in  earnings  attri- 
buted to  the  program.    Nevertheless,  the  higher  earnings  of  the  rehabilitant 

•       '  ■  ) 
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at  closure  do  not  continue  through  time  unchanged,  nor  do  these  increased  - 
eaming"s  continue  indefinitely.    To  get  t±e  total  stream  ot  earnings^  for  all'  . 
r^habilitants ,  the'  following  modifications  must  be  made  to  the  increased 
earnings  at  closure: 

"        '      ■»  ' 

-  retirement 

-  mortality 

*-  change*  in  number  with  earnings 

-  changes  in  earnings 

-  time  spent  in  rehabilitation,  without  earnings 

-  discounting 

-  pre-rehabilitation  earnings  base 

-  reduction  in  benefits  attributed  to  services 

The  earnings  stream  of  a  rehabilitant  stops  at  retirements    For  the' 
purposes  of  this  sTildy,  65  >was  assumed  to  be  the  age  of  retirement. 

The  modification  for  mortality  recognizes  that  the  earnings  strejm  of 
a  rehabilitant  might  be  cut  short  by  death.    To  calculate  the  number  of 
surviving  rehabilitants  at  any  time,  the  cohort -survival  method  of  population 
^udies  was  used.  To  perform  such  a  calculation  the  ages  of  the  rehabilitcints 
at  referral,  and  the  probability  ^f  surviving  from  one  time  period  to  the 
next  for  each  age  group  must,  be ^known.  (The  probability  of  surviving  is  one 
minus  the  mortality  rate.)    Age  groups  consist  of^5-year  intervals,  starting 
at  and  ending  at  60-64.     Mortality  data  are  from  the  Society  of  Actuaries  * 
for  the  peri^od  1955-1965. 

To  get  the  total  lifetime  earnings  streaiA,  the  number  of  rehabilitants 
whQ  h^e  earnings  at  a  particular  time  must  be  known.     Some  clients  closed 
in  status  26  do  not  have  earnings  at  closure.     Of  those  that  do  have  earnings 
at  closure^  some  *quickly ,  within  a  year  or  -two  after  closure,  lose  their 
jobs.     These  job  losses  can  be  considered  to  be  an  indicator  of  the 
failure  of  the  program,  failure  in  the  sense  that  sjervices  were  not  sut- 
ficient  in  removing  vocational  handicaps  so  that  the  rehabilitant  could 
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continue  to  be  employed,  even  though  the  rehabilitant  had  been  employed 

7    '  ir 

for  at  least  30  days  prior  to  closure.      Over  a  longer  period  of  time,  some/ 
additi^onal  rehabilitants  will  drop  out  of  the  labor  market;  for  example, 
on  account  of  worsening  disability  or  clianges  in  family  situation.    To  esti- 
mate t^e  number  of  rehabilitants  who  ^se  their  jobs  fairly  soon  aSfter  closure, 
followup  studies  were  used.    A  review 'B^f  several  State  and  national  studies 
suggests  that  1  year  after  closure  85  percent  of  rehabilitants  with  jobs 
at  closure  still  have  their  jobs,  while  at  the  end  of  5  years  80  percent 
still  have  their  jobs.  .  • 

The  earnings  of  rehabilitants  may  change  owing  to  any  fcf  three  factors: 
learning,  secular  increases  in  wagesj  and  age.     The  younger  rehabilitant  or 
the  rehabilitant  entering  a  new  profession  may  show  sharp  increases  in  wages^ 
due  to  mastering  the  new  job.     Baged  on  followup  data,  the  earnings  *of  the 
rehabilitant  are  increased  25 'percent  from  closure  to  5  years  aftfer  closure. 
In  addition,  wages  in  general  increase  in  the  economy^     A  growth  function 
with  a  constant  rate  of  growth  of  2.5  percent  is  applied  to  earnings  after 
other  adjustments  are  made.     Age  also  affects  earnings.     Over  the  lifetime 
of  the  individual,  wages  increase^ rapidly,  reach  a  peak,  and  may  decline 
somewhat  before  reti^'ement.     Thus,  using  plofture  Earnings  for  a  rehabilitant 
in  the  15-19  age  group  and  projecting  these  earnings  over  a  lifetime  would 
underestimate  earnings,  since  earnings  are  usually  low  for. those  younger 
age  grolips.     An  adjustment  *  factor  is  made. 

An  additional  adjustment  to  the  earnings  stream  recognizes  that  the  time 
spent  in  rehabilitation  is  also  time  spent  without  earnings.    The  amount;  of 
earnings  that  would  have  been  received  in  the  period  during  rehabilitation 
without  earnings  (during  the  last  few  months  of  rehabilitation  the  clients 
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7.     The  period  of  emplo3rment  prior  to  closure  has  been  expanded  to  60 
days.    The  30-day  period  was  in  effect  for  the  data  period  under  analysis. 
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often  have  earnings)  niust  be  subtracted  from  the  earnings  stream.  This 
adjustment  is  similar  to  the  calculation  for  foregone  earnings.     Note  that 
this  adjustment  is  made  for  before  earnings  al'so,  to  prevent  double  counting. 

Furthermore,  the  earning^  stream  must  be  discounted.     The  concept  of  a 
social  discount  rate  is  very  important  in  benefit/cost  analysis.    Use  of 
discounting  reflects  two  facts.     On  one  hand,  a  dollar  in  hand  today  is 
worth  more  than  a  dollar. in  hand  next  week;  so  it  will  make e^ense  Lo  pay 
additional  money — interest — to  get  a  certain  amount  of  money  now  and  pay 
back  the  principal  and  the  interest  at  a  later  time.     On  the  ':^t:ber  hand, 
on^'  can  put  the  mbney  in  the  bank  now  and  .get  more  back  for  it  at  a  later 
time,  through  the  addition  of  interest  on  the  deposit. 

The  social  discount  rate  is  similar  to  the  in^terest  rate  but  applies 
to  the  society  as  a  whole;    The  future  costs  and  benefits  of  a  program  are 
hrought^  to  the  present  (expressed  in  their  present  value)  because  that  1:. 
where  the  decision  i^  to  be  made.    .In  a&dition,  the  social  discount  rate 
can  be  viewed  as  havi^ig  ?^kee  basic  components:     time  preference,  opportunity 
cost,  and  uncertainty.     The  time  preference  component  refers  to  the  inclina- 
tion  of  people  to  postpone  present  consumption  for  future  consumption  and 
vice  versa.     For  example,  som^' people  are  willing  to  put  off  buying  a  car 
and  a  home  in  order  to  continue  their  education,  in  the  hope  of  payoff  in 
higher  earnings  in  the  future.     The  opportunity  cost  of  an  action  is  the 
next  best* action  tWat  could  have  been  undertaken  but  was  foregone.  Oppor- 
tunity  costs  are  involved  in  the  social  discount  rate  since  opportunities 
change  with  time.    Also,  by>s^nder taking  a  project  in  the  public  sector,  a 
project  in  th^  private  sector  may  be  foregnn<».     Opportunity  costs,  then, 
.are  revealed  in  a  comparison  of  public  and  private*' ^nvestm'ent .    The  third  ^ 
component,  uncertainty,   takes  uito  account  the  risk  of  costs  and  benefits 
in  the  ruture.     The  yncertalnty  factor  Is  cspoc  hilly  crucial  wlion  coslri 
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and  benefits  are  projected  20  years  or  more  into  the  future,-  as  is  often 
done  in  cost/benefit  analysis  of  programs.  -  ' 

The  choice  of  a  discount  rf^te  is  important,  since  when  one  rate  is  used 
a  project  may  seem  acceptable,  but  when  a  higher  discount  rate  is  used  it 
may  not  be  justified.     The  social  discount  rate  can  be  chosen  on  the  basis 
of  (1)  the  particular  program  involved,   (2)  guidelines  from  some  central 
budget  bureau  for  a  governmental  unit,  or  (3)  examination  of  the  three 
components  of  the  discount  rate.     In  any  event,  the  choice  of  a  proper  dls- 
count  rate  is  not  an  easy  matter. 

Several  discount  rates  are  used  here:     0  percent,  A  percent,  7  percent, 
10  percent,  and  13  petcent;     They  run  the  gafet?  from  least  to  most  con- 
servative.    Results^will  be  rqpbrted  for  each  ratey  so  that  the  variations 
can  be  seen. 

To  adjust  for  the  fact  that  the  average  earnings  in  the  week  prior  tq 
acceptance  often  understates  pre-entry  earnings  (due  to  unemployment)  a  pre- 
rehabilitation  earnings  base  adjustment  is  made.     The  reported  earnings  at 
acceptance  are  increased  34  percent  on  the  basis  of  comparison  of  accep- 
tance average  earnings  to  average  earnings  3* months  prior.     Earnings  3 
months  prior  probably  reflect  the  earnings  the  rehabilitant  would  have 
had  if  he  had  not  entered  the  rehabilitation  process,  since  many  clients 
are  temporarily  unemployed  when  they  apply  for  services.     This  adjustment 
is  not  used  for  the  benefit  due  to  changes  in  family  labor  force  participa- 
tion, as  explained  be]k)w. 

One  major  problem  in  identifying  and  measuring  the  benefits  of  a 
program  is  t;he  problem  of  cause  and  effect.     What  does  a  program  really 
change?     For  example,  take  the  increase  in  earnings  a  rehabilitant  exper- 
iences from  acceptance  to  closure.     Does  the  program  bring  about  all 
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\o|/Tlais  change?  Changes  in  general  social  and  economic  conditions  could 
have  occurred,  such  as  a  decrease  in  the  unemployment  rate  or  inflation. 
Would  the  rehabilitant  unemployed  at  acceptance  have  lost  ^even  those  earnings  '  • 

if  he  had  ifiot  entered  into  rehabilitation?    The  problem  is  that  time  passes 
during  the  training  process,  often  more  than  a  year,  and  something  might  have 
happened  to  the  client  had  he  not  come  to  the  rehabilitation  agency. 

A  before-after  approach  is  used  here.     The  differences  between  condi- 
t^g^ns-' &:^^r  the  program  and  prior  to  the  program  are  assumed  to  be  the  result  * 
of  the  program.     This  assumption,  as  pointed  out  in  the  opening  section,  has 
^5    important  implications  for  the  results  of  the  model.     However,  a  reduction 

i  . 

of  benefits  attributable  to  the  program  is,  made.     In  this  study  w^  assume* 

^  t 

that  80  percent  of  the  increase  in  paid  earnings,  as  well  as  fringe  benefits, 

'\  '  '  i  ' 

homemaking,^and  unpaid  work,  is  attributed  to  the  VR  program. 

Homemaking  is  valued  similarly  to  paid  earnings.    Adjustments  for 

mortality,  retireijient ,  productivity,  number  with  earnings,  and  discounting 

are  made.     A  replacement  cost  approach  is  used  to  value  normal  population 

homemaking  services.     The  tasks  performed  by  a  homemaker  are  described,  as 

well  as  the  hours  spent  in  each  task.     Then  the  earnings  of  a  replacement 

for  the  task,  based  on  1969  prices,  are  used  to  value  the  task.     For  example, 

general  household  clean-up  fs  valued  at  the  rate  of  a  paid  housekeeper. 

^  V  . 

Summing  the  tasks  and  their  respective  values  gives  the  average  value  ot 
$5,139.     Then  to  get  the  value  of  the  disabled  homemaker,   the  earnings  of 
the  disabled  are  compared  with  the  earnings  of  the  normal  population.  Thus, 
the  Assumption  is  that  paid  earnings  have  the  pam^^lationship  to  home- 
making  services  for  the  normal  population  and  the  disabli^d.     It  is  also 
assumed  that  the  rehabilitant  was  unable  to  perform  ^homemaking  activities 
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before  receiving  VR  services  and  therefore  the  prerehabilitation  value 
equals  zero.     The  number  of  homemakers,  including  unpaid  family  workers, 

at^  acceptance^  and  closure  is  taken  from  Characteristics  of  Clients  Rehabili- 

8  ^  J' 

tated  in  Fiscal  Years  1967-1971.      The  inclusion  of  unpaid  family  workers, 

including  farmers  and  those  engaged  in  family-run  businesses,  should  not  bias 

the  results,  since  the  number  of  these  rehabilitants  is  so  small.  However, 

their  inclusion  does  allow  the  addition  of  .their  oiitput.     Note  that  shel- 

V 

tered  workshop  workers  and  the  self-employed  arfe  included  in  paid  earnings. 
Also  note  that  those  leaving  paid  employment  are  not  added  to  the  homemaker  % 
population.     As  such,  homemaking  is  undervalued.     Adjustments  for  changes 
in  earnings  and  for  changes  in  number  with  earnings  are  those  made  for  paid 
earnings,  except  that  the  25  percent  initial  increase  in  earnings  is  not 
applie'd. 

Unpaid  work  is  valued  the  same  as  homemaking,  excepts^  that  an  unpaid 
work  factor  is  included.     This  two-thirds   (65  percent)  factor  consists  of 
two  components,  one  for  x^?ora^  and  one  for  men.     The  unpaid  work  of  the  ^ 
full-time  employed  person  x^?as  compared  to  the  average  hours  of  homemaking 
of  a  full-time  homemaker.     Full-time  employed  wom^  devote  almost  two- thirds 

/ 

as  much  time  to  homemaking  as  do  full-time/  homemakers.     For  men  this  figure 
is  18  percent.     The  proportion  of  male  aitd  female  Rehabilitants  employed  at 
closure  gives  a  total  unpaid  work  factor.     The  assumption  is  that  home- 
making  and  unpaid  x^?ork  can  be  valued  at  the  samet^otg,  and  that  the  disabled 
and  the  normal  population  perform  the  same  proportion  of  unpaid  work. 

Fringe  benefits  are*  valued  as  a  proportion  of  the  total  discot^nted 
paid  earnings  stream.     First,  a  ratio  of  potential  fringe  benefits,  excluding 


8.     U.S.  Department  of  Health,  Education,  and  Welfare,  Social  and  Reha- 
bilitation^Service,  Rehabilitation  Services  Administration,  Characteristics  of 
Clients  Rehabilitated  in  Fiscal  Years  1967-1971  (1972). 
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payments  for  time  not  worked,  to  total  earnings  is  calculated  to  be  19.6 
percent,  using  Chamber  of  Commerce  data.     A  proportion  df  fringe  bene- 
fits  for  the  disabled  is  developed.     Realizing  that  the  disabled  work  in 
sectors  where  fringe  benefits  are  low  and  in  secondary  labor  markets,  and 
realizing  the  possible  discontinuous  work  history  of  the  rehabilitant j  this 
proportion  is  assumed  at  50  percent.     The  multiplication  of  these  two  pro- 
portions theA  gives  the  proportion  fringe  benefits  is  of  paid ''earnings . 

Benefits  due  to  changes  in  family  labor  force  participation  include  two 
trends.     First,  some  family  members  may  be  released  from  caring  for  the 
disabled,  due  to  the  rehabili tant ' s  increased  capacity  for  self-care  and 
homemaking.     T^hese  family  members  can  then  find  paid  employment.  Second, 
duetto  the  entry  of  the  rehabilitant  into  the  labor  market,  some  family  mem- 
bers may  find  that  they  no  longer  need  to  work  or  to  wo^k  two  jobs.  Rather 
than  model  these  processes  separately,  an  overall  estimate  of  the  combined 
effect  is  used — 8  percent.     This  benefit  will  only  be  calculated  for  1  year. 
Also,  since  the  change  in  earnings  is  used  solely  as  a  comparative  base, 
reduction  for  benefits  attributed  to  services  and  prerehabilitation  earnings 
base  adjustments  v/ill  *not  be  made. 

Repeater  costs  are  included  aa  a  negative  benefit.     Repeater  costs  are 
future  costs.     Some  rehabilitants  closed  in  statu^26  do  come  back  for  addi- 
tional  services.  "Although  these  costs  may  not  be  incurred  in  the  yeai  under 
analysis,   there  ar|  costs  attributable  to  the  closures  in  that  year.  Of 
ixpurse,  future  repeater  costs  can  only  b'e  estimated  on  the  basis  of  past 
repeater  costs,  if  the  analysis  is  >fbeing  made  6n  the  current  year's  program. 
Furthermore,  these  rehabilitants  do  not  come  back  immediately,  but  most  who 
are  likely  to  come  back  do  so  by  the  end  of  3  years.     Thus,  repeater  costs 
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are  spread  over  3  years  and  discounted.  For 'FY  1970,  6.3  percent  of  rehabili^ 
tants 'had  had  a  previous  closuW. 

RESULTS 

Two  methods  are  used  here  to  compare  costs  and  benefits.     The  first  is 
the  benefit/ccst  ratio,  or  benefits  divided  ^y  costs.    The  meaning  of  the 
benefit/cost  ratio  can  be  expressed  as  the  rate  of  return  par  dollar 
invested.     For  example,  a  benefit/cost  ratio  of  5  (5/1)  suggests  that  5 
dollars  are  returned  for  each  dollar  invested.     The  second  method  is  the 
discounted  net  present <value  (i.e.,  the  discounted  d:jrfference  between  costs 
and  benefits)  aitd  is  expressed  in  dollars.     Note  that  the  number  of  clients 
in  a  group  greatly  affects  this  result,  whereas  the  number  of  clients  has 
no  effect  on  the  benefit/cost  ratio. 

The  results  are  given  in  Table  24-2,  MoS(t  Severely  Disabled  and  Total 
Population.     First,  the  ratid  of  social  benefits  bo  social  costs  is  given. 

i 

This  ratio  contains  all  of  the  costs  and  benefits  discussed  in  previous 
sections.     The  ratio  is  given  for  values  of  the  social  discount  rate,  from 
0  to  13  percent.     At  a  social  discount  rate  of  7  percent,  the-  overall  voca- 
tional rehabilitation  program  shows  a  return  of  $15.94  for  FY  1972  for 
every  dollar  invested.     The  severely  disabled  accepted  by  VR  l;iad  a  return 
of  $9.13  in  FY  1972.     Even  when  a  conservative  discount  rate  of  13  percent  ^ 
is  used^   the  severely  disab^ied  show  a  return  of  $5.91  for  FY  1972,  if  one 
accepts  the<iassumptions  and  data  used^ 

The  second  set  of  results  uses  a  more  traditional  benefit/cost  ratio. 
A  ratio  of  paid  earnings  to  program  costs,  excluding  frin^  benefits  and 
homemaking,  corresponds  to  early  benefit/cost  efforts  and  makes  fewer 
assumptions, *ih  addition  to  being  less  complicated.     However,  this  tradl- 

/  '  .V 

tional  metl;iod  results  in  higher  returns/,  since  the  inclusion  in  the  former 
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Table  24-2 


Benefit/Cost  Resiflts  for  Total  Rehabilitation  Population 
and  the  Most  Severely  Handicapped  for  FY  1970  and  FY  1972 


Social  Benefits/Social  Costs 
FY  1970  Total  Rehab ili tan t's 

FY  1970  Severely  Disabled 
Rehabilitants 

FY  1972  Total  Rehabilitants 

FY'  1972  Severely  Disabled 
' ^  Rehabilitants 

Paid  Earnings /Progr to  Costs 
FY  1970  Total  Rehabilitants 

FY  1970  Severely  Disabled 
Rehabilitants 

FY  1972  Total  Rehabilitants 

FY  1972  SeverelyNy^a^led 
Rehabilitants 

Discounted  N^t  Present  Value^ 
($  Millions) 
FY  1970  Total  Rehabilitants 

FY  1970  Severely  Disabled 
Rehab  ili  tan  tfii, 

FY  1972  Total  Rehabilitants 

FY  1972  Severely  Disabled 
Rehabilitants 


0% 


21.59 
A8j«5 

21.73 

$57. 


27.46 


Social  Discount  Rate 


4% 


7% 


10% 


13% 


$43.30       $21.08  $14.12 


$10.34 


12.39 
23.80 

.  12.42 

$27.46 


$18.11  $13,616 


$  8.08 

^5.93 
*  9.09 

5.91 

$10.07 


27.70  15.55  11.31 
64.75         30.90  20.37 


8.79  \  7.18 
14.67    1 }  11.30 


15.34  11.12 


8.63 


7.03 


\ 


$32,408      $15,381      $10,055        $  7.155    ^  5,422 


6.113         3.382  2.415 


1.838 


45,734        21,790        14.276  10,180 


1.464 


7,730 


7,437         4.09^  2,917 


2,214 


1.760  , 


1.     Uaes  social  costs  and  social  bi^nefits. 
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model  of  additional  costs  has  a  grea'ter  effect  than  the  inclusion  of  social 
benefits  relative  to  paid  eaming3. 

The  discounted  net  present  value  for  the  FY  1970  severely  disabled 
under  a  social  discount  rate  of  7  percent^shows^ubstandial  returns,  $2,415 
million  in  FY  1970  and  $2,917  million  in  FY  1972.     Note  this  amount  is  ' 
24.0  percent  of  the  discounted  net  present  value,  of  the  entire  pjrogram  for 
FY  1970,  and  20.4  .percent  for  FY  19^2. 

•    The  differences  in  the  results  for  the  total  population  of  rehabilitants 
and  the  severely  disabled  are  due*  first  to  our  more  stringent  mortality 
assumptions,  and  second,  to  greater  average  case  services  cost  for  them. 
The  greater  age  of  severely  disabled  reduces  the  length  of  time  that  bene- 
fits continue.  * 

The  benefit/cost  results  for  selected  disability  groups  (Table  24-3) 
indicate  that  the  deaf  (no  speech)  'group  has  the  highest  returns,  higher 
than  the  average  total  for  the  total  severely  disabled  population,  with 
blindness  (both  eyes)  the  lowest,  and  with  the  other  four  groups  with 

\8imilar  returns.     The  high  returns  of  the  deafness-no  speech  group,  espe- 
cially in  comparison  with  the  deafness-have  speech  group,  are  based  on 
several  factors.     The  former  gtoup  is  younger,  with  higher  earnings  at  clo- 

•  sure,  more      ange  in  the  number  with  earnings  .and  more  with  earnings  at  closure 
and  lower  average  case  service  costs.     The  blindness  (both  eyes)  group  has 
lower  returns  due  to  the  combination  of  high  average  case  services  cost,  lower 
number  with  earnings  at  closure,  and  lower  earnings  at  closure  than  any  other 
group  except  severe  mental  retardation.     The  severe  mental  reta^ation  group 
showed  returns  comparable  to  other  groups  in  spite  of  the  low  earnings  of  r> 
the  group.     However,  the^ high  number  with  earnings  at  closure,  the  lower 
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Table  24-3 

Benefit/Cost  Results  for  Selected  Disabi'lity 
SubpopulatUons  of  the  Severely  Handicapped,  FY  1970 


\ 

0 

Population 

Type  of  Result 

Discounted  Net  Present 
Value:  Social  Benefits/ 
Social  Benefits/         Paid  Earnings/              Social  Costs 
Social  Costs            ProRram  Goats              (Millions  of  $) 

Total  Severely 
Handicapped  Population 

9.14                        -11.31  $2,415 

Blindness,  bath  eyes 
(100-119)^ 

Blindness ,  one  leye , 
other  eye  defective 
(120^129) 

3.34  (  .37)^              4.15  (  .47)^            $      94  (3.9%)^ 
5.08  (  .56)                6.28  (  .^6)               $      30  (1.2/^-) 

beafness,  no  speech 
(200-209) 

Deafness ,  have 
speech  (210-219)  ' 

11.34  (1.24)               14.59  (1.29)               $      88  (3.6%) 
6.60  (  .72)                8.90,(  .79)               $      77  (3.2%)  ^ 

t 

Orthopedic  impairment 
involving  three  or 
more  limbs  or  entire 
body  (300-319) 

/ 

5.01  (  .55)                6.05  (  .53)     ,          $      99  (4.1%) 

O 

0 

Severe  mental  retar- 
dation (53A) 

6.43  ('.70)                7.71  (  .68)               $      46  (1.9%) 

1.  The  results  tabled  use  a  social  discount  rate  of  7  percent.  Although 
different  discount  rates  could  affect  these  results,  both  absolutely  and  relatively, 
the  number  of  results  would  obscure  the  basic  patterns;  as  such,  results  only  for 
the  rate  of  7  percent  are  presented.     The  comparative  results  do  not  change  sub- 
stantially under  other  discount  rates,  however.  J 

2.  R-300  classification  of  disabling  conditions  gives  a  more  precise  defini- 
tion of  the  subpopulation.  ^ 

3.  This  jEigure  is  the  ratio  of  the  cost-benefit  ratio  for  the  group  to  the 
cost-benefit  r^tio  for  the  entire  population.  This  ratio  or  index  is  similar  to 
a  uprice  index. 

A.     Note  that  the  number  of  clients  in  this  group  greatly  affects  this 
result,  whereas  the  number  of  clients  has  no  effect  on  the  cost-benefit  ratio. 
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Table  24-4  ' 

J 

Benefit/tost  Results *f or* Selected  Disability 
Subpopulations  of  the. Severely  Handicapped,  F?^1972 


"Type  of  Result 

Population 

Social  Benefits/ 
Social  Costs 

Paid  Earnings/ 
Program  Costs 

Discounted  Net  Present 
Value:  Social  Benefits 
Social  Costs 
(Millions  of  $) 

Total  Severely 
Handicapped  Population 

—  

11.12 

1  k 

$2,917 

Blindness,  both  eye\s 
(100-119)2  ^ 

3.39  (  .37)-' 

3.91  (  .35)-' 

$  •  123  (4.2%)^ 

Blindness,  one  eye, 
other  eye  defective 
(120-129) 

.  i  ,  

5.74  (  .63) 

7.19  (  .65) 

$      47  (1.6Z) 

Deafness,  no  speech 
(200-209) 

10.06  (1.10) 

13.61  (1.22) 

$      81  (2.8%) 

Deafness,  have 
speech  (210-2r&) 

5.94  (  65) 

Orthopedic  impairtnent 
involving  three  or 
more  limbs  or  entire 
body  (300-319) 

5.81-  (  .64) 

6.98  (  .63) 

$    103  (3.5%) 

Severe  mental  retar- 
dation (53A) 

6.26  (  .69) 

'  1  

7.52  (  .68)  A 

$      55  (1.9%)^^ 

1.  See  fable  2A-3,  footnote  1. 

2.  See  Table  2A-3,  footnote  2^ 

3.  See  Table  2A-3,  footnote  3. 
A.  See  Table  2A-3,  footnote  A. 
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Table  24-5     '  «  . 

Benefit/Cost  Results  for  Selected  Disability  $ 
Subpopulations  of  the  Severely  Handicapped,  FY  1970 


Type, of  Result 

Population 

Social  Benefits/ 
Social  Cos-ts 

Paid  Earnings/ 
Program  Costs 

Discounted  Net  Present 
Value:  Social  Benefits 
Social  Costs 
(Millions  of  -  $) 

Total  Severely. ^ 
Handicapped  Population 

9.14"'' 

f 

11.31 

^2,415 

15-'19  years  old 

9.83/  (1.08)^ 

11.89  (1.05)^ 

$    751  pl.1%)^ 

20-24  years  old 

13.10  (1.43) 

17.03  (1.51) 

$    556  (23.0%) 

25-44  years  old 

9.00  (  .98)  , 

11.01  (  .97) 

$    790  (32.7%) 

45-59  years  old 

6.68  (  .73) 

7.58  (  .67) 

$    322  (13.3%) 

60-64  years  old 

1.08  (  .12) 

1.12  (  .10) 

,  $        1  (  0.04%) 

1.     See  Table 
•  2.     See  Table 
3.     See  Table 

24-3, 
24-3, 
24-3, 

footnote  1. 
footnote  3. 
footnote*  4.  " 
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Table  24 

-6 

;                           Benefit/Cost  Results  for  Selected  Disability 

,    ■       Subpopulations  of  the  Severely  Handicapped,  FY  1972  , 

•Type  of  Result 

Population 

Social  Benefits/ 

-  f 

Paid  Earnings/ 

Discounted  Net  Present 

\7i>1ii^*    ^no"fii1    "Ron  o  'F  i  t"  q 

Social  Costs 
^'M1111on<3  of 

Total  Severely 
Handicapped  Population 

Q  1 
y  •  J.  J 

11     1  ? 
J.  J.  •  J.^ 

^  Q1  7 

15-19  years  old 

8.9'7^(  ;98)^ 

10.80  (  .97)^ 

$    859  (29.4%)^ 

2i>-24  years  old 

12.69  (1.39) 

16.27  (1.46)  ^ 

$    745  (25.5%f 

25-44  years  old 

9.67  (1.06) 

11.54  (l.fc 

$    940  (32.2%) 

45-59  years  did 

6.90  (  .76) 

7.70  (  .69) 

$    380  (13.0%) 

60-64  years  old* 

.76  (  .08) 

•69  (  .06) 

-$        3**  (^.1%) 

r 

.1.     See  Table  24-3, 

2.  See  Table  24-3, 

3.  See  Table  24-3, 

footnote  1. 
footnote  3. 
footnote  4. 

t 

4 

» 

« 

f 

ft 

V 

ERIC  ■ 

618 

602 


average  case  services  cost,  and  the  much  younger  age  distribution  counter- 
balance the  lower  earnings. 

The  benefit/lrost  results  for  the  age  groups  (Table  24-5)  indicate  the 
highest  returns  for  the  20-24  age  group,  similar  returns  for  the  15-19  and 
25-44 ^groups,  considerably  lower  returns  ior  the  45-49  group,  and  the  lowest> 
returns  for  the  60-64  group.    The  low  returns  for  the  60-64  age  group  can  be 
e3cplained  mostly  in  terms  of  the  65  retirement  age  assumed  in  the  model, 
though  the  60-64  age  group  also  has  a  low  proportion  employed  at  closure 
(and  many  more  in  the  homemaker  and  unpaid  work  category)  .    The  returns  to 
the  15-19  age  group  ar^  high,  in  spite  of  the  greatet  cost,  both  due  to*  the 
longer  time  benefits  will  accrue  as  well  as  the  low  average  earnings  and 

proportion  with  earnings  at  acceptance.    These  lower  figures  result  in  a 
f 

greater  increase  in  benefits  (attributable  to  the  vocational  rehabilitation 
program).    These  figures  are  lower 'mainly  since  this  is  the  initial  job  entry, 
for  this  age  group.  ^  ^ 

.     .  ; 

qONCLUSION 

\ 

Thus,  the  vocational  rehabilitation  services  provided  to  individuals 
classified  as  severely  handicapped  and  treated  by  VR  show  good  economic 
returns,  if  one  accepts  the  assumptions.    Average  earnings  increase  10 
percent  from  acceptance  to  closure."    More  importantly,  the  proportion  o%  26 
closures  ^ith_  earnings  increases  from  18  percent  to  83  percent  in  FY  1970 
and  from  17  percent  to  81  percent  in  FY  1972.     In  addition,  the  proportion 
of  homemaker s  and  unpaid  workers  increases  from  5  percent  to  16.4  percent 
in  FY  1970  and  to  18.5  percent  in  FY  1972.     These  changes  explain  the 
favorable  economic  results.  ^ 

Of  course,  the  economic  returns  for  the  severely  disabled  are  less 
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than  for  the  general  VR  population*     In  fafet,  the  differences  would  be  even 
more  apparent  if  the  severely  disabled  were  compared  to  nonseverely  dis- 
abled. The  decreased  returns  are  due  to  the  higher  average  case  services 
cost  p£  the  severely  disabled,  the  older  age  distribution  of  the  severely 

disabled,  and  the  morels tringent  mortality  assumptions.. 

1 

Even  though  vocational  rehabilitation  services  to  the  severely  disabled 

show  favorable  results  from  an  economic  viewpoint,  the  benefit/cost  ratio 

and  discounted  net  present  value  are  still  not  final  bases  for  program  , 

judgments.     Those  results  shpuld  be  seen  as  but  one  moire  piece  of  informa- 

tion  about  the,  severely  handicapped.     Several  points  can  be *made  about 
If 

the  analysis. 

First,  the  benefit/cost  analysis  is  descriptive.     It  describes  the 

A 

program  at  a  point  in  time.    A  change  in  the  population  being  served  or  a 
change  in  economic  conditions  in  the  future  could  greatly  influence  the 
evaluation  of  the  program.     For  example,  a  high  unemplojfraent  rate  reduces 
the  likelihood  of  a  severely  handicapped  individual  entering  th^  labor  force 
and  consequently  reduced  the  benefit  stream.     Thus^  a  continuance  of  pre- 
sent policies  may  not  lead  to  ulie  same  high  results. 

Second,  lower  results  do  not  indicate  that  services  to  a  disability 
group  such  as  the  severely  disabled) should  be  decreased.     If  the  legisi^D^e 
has  given  a  mandate  for  tlje  provisj^on  of  services  to  certain  groups  needing 
them,  then  these  services  musiMje  provided.    Lower  benefit/cost  ratios 
indicate  merely  that  new  strategies  for  the  provision  of  services  (or  even 
new  services)  should  perhaps  be  considered  if  the  program  desires  to  increase 
benefits  relative  to  costs. 

Third,  the  a/aluation  is  economic.    While  economic  evaluations  are  very 
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Important,  some  other  noneconofaic  evaluations  might  be  useful.  For 
example,  a  client  evaluation  of  the'  usefulness  and  adequacy  of  services 
might  be  helpful  in  program  analysis. 

Fourth,  the  analysis  is  of  the  overall  program  in  servi]^  particular 
target  populations.    Nothing  is  said  about  specific  services,  policies,  or 
individuals.'  V 


The  most  questionable  aspect  of  this  analysis  is  the  definitipn  of 

•  (f 

ts  might  have  run  lower  with 

«■ 

a  different  definition  of  severely  disabled.    'The  lack  of  followup  data 


severely  dis^bSedJ^'^^^e*' benefit/cost  results  might  have  run  lower  with 


on  reten'tion  of  emp]^oyment  and  eamings^benef its  specific  to  the  severely 
disabled  subpopulation  is  also  a  source  of  potential  error.    While  almost 
all  costs  have  been  included  and  deliberately  overestimated  when  there 
was  any  question,  various  types  of  benefits — some  highly  significant — 
have  been  omitted  because  of  difficulties  of  measurement,  lack  of  any 
reasonable' data  or  basis  for  estimation,  or  inapplicability  to  a  social 
benefit/cost  model. 

There  are  no  national  program  data  on  the  total  number  of  rehabilitants* 
who  previously  had  been  in  institutions  or  who,  in  the  absence  of  services, 
might  have  been  regarded  as  having  a  high  probability  of  entering  insti- 
tutions.    A  study  by  Michigan's  VR  program  found  that  savings  in  institu- 
tional costs  for  mentally  ill  rehabilitation  clients-  were  sizable,  about 
3  percent  of  the  projected  increase  in  lifetime  earnings  and  over  eight  times 

the  projected  decrease  in  public  assistance  payments  for  the  mentally  ill 
9  • 

\  client  population.      Moreover,  the  study  only  regarded  benefits  as  the  re- 
duction in  days  of  institutional  care  during  the  period  between  acceptance 


9.    Michigan  Department  of  Education,  Division  of  Vocational  Rehabili- 
tation, The  Vocational  Status  of  Michigan  Rehabilitants  of  Fiscal  Year  1969j 
Two  Years  After  Case  Closure  (1971).  \ 
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and'  followup  interview.    With  the  increasing  puWic  concern  for  deinstitu- 
tionalization, such  data  may  Aeed  to  be  collected  nationally  in  the  future. 

In  addition  to  the  benefits  and  costs  describe^  above,  there  Jfe' 
other  true  social  benefits  of  the  rehabilitation  progi/am  whiih  ar6  almost 
impossible  to  quantify  and  measure  but  may  be  fundamentally  important. 
Such  benefits  are  often  termed  "intangibles," 

Rehabilitating  an  individual  to  economic  independence  and  self-suffi- 

S 

ciency  also  will  usually  involve  expanding  his  capabl^lity  for  doiixg  many 

other  things,   thus  greatly  increasing  the  .overall  quality  of  the  disabled 

person's  life.     How  does  one  value  a  client's  learning  to  read  braille,  or 

to  dress  himself  or  handle  bowel  movements,  or  to  travel  a  city  block  in 

a  wheelchair?     Such  accomplishments  open  a  whole  new  life  for  many  handi- 

* 

capped  and  form  the  basis  for  self-respect  and  dignity.    Not  every  rehabi- ^ 
litant  has  needs  requiring  such  a  degree  of  accomplishment.     But  clients 
with  such  needs  are  not  rare  or  even  uncommon  in  rehabilitation  programs. 

,   The  lives  of  other  family  members  are  also  profoundly  Effected.  Th^ 
presence  of  a  dependent  disabled  person  in  a  household  can  be  a  trying  situ- 
ation for  parents.,  siblings,  spouse,  and  children  as  well  as  for  the  disabled. 
Helping  the  disabled  person  to  achieve  greater  self-sufficiency  and  break 
patterns  of  dependency  often  dramatically  changes  the  qualj^jty  of  life'^r 
everyone  in  the  household.     The' consequences  of  this  change  in  the  Stability 
and  quality  of  family  life  cai^  affect  the  growth  and  maturation  and  thus  the 
later  lives  of  siblings  and  children.     These  kinds  of  impacts  are  impossible 
to  evaluate  in  hard  numbers  but  may  well  outweigh  the  economic  benefits  of 
rehabilitation.  »  r  *  , 

No  one  can  say  how  much  different  taxpayers  and  members  of  society 
value  the  humanitarian  benefits  of  the  maintenance  of  rehabilitation 
programs.     Economists  talk  aKnioaHurlng  the  "option  value"  of  such  prngraiMrt. 
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i.e.,  how  mucl^ach  member  of  society  is  willing  to  pay  to  itisure  the 
maintenance  of  such  programs  or  institutions,  lest  some  day  that  citizen 
become  disabled  and  have  neec^  of  such  programs.     Existing  data  do  not  permit 
such  measurement. 

Recognizing  that  nonmeasurable  social  value  exists  does  not  imply  thaft: 
public  policymakers  should  cease  looking  for  better  strategies  for  serving 
the  needs  of  disabled  individuals  or  for  ways  to  improve  rehabilitation 
programs  and  make  them  more  efficient  and  effective.     However,N  in  deciding 
whether  to  allocate  more  resources  as  between  highways  and  rehabilitation, 
welfare  and  rehabilitation,  private  consulnption  (and  lower  taxes)  and  reha- 
bilitation, the  existence  of  such  intangible  sotial  value  should  not  be 
ignored. 
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Chapter  25 

OTHER  PROGRAMS  ASSISTING  THE  HANDICAPPED 

Section  130  of  the  Rehabilitation  Act  of  1973,  which  authorized  the  study 
being  reported  In  this  volume,  calls  for  an  examination  of  programs  under  the 
Secretary  of  Health,  Education,  and  Welfare,  to  see  how  they  may  contribute 
to  the  goals  of  Independent  living  or  vocational  rehabilitation,  and  how  they 
may  be  coordinated.     In  our  Investigation  of  those  programs  we  have  found  them 
to  be  extensive  and  varied,  designed  to  serve  different  purposes  and  relying 
on  different  definitions  of  the  concept  of  disability,-    Some  programs  are  dedi- 
cated exclusively  to  the  disabled;  others  utilize  program  earmarks  or  components 
for  the  disabled.     Some  are  limited  to  specific  disability  groups,  while  others 
serve  persons  with  any  disability.    Some  focus  on  the  severely  disabled  alone; 
others  focus  on  all  the  disabled.    All  the  programs  In  this  melange  Impinge  upon 
vocational  rehabilitation  (VR)  as  it  presently  works  and  on  Independent  living 
rehabilitation  (ILR)  as  it  might'work.  Some  Impinge  directly,  some  indirectly, 
whl).e  others  do  both. 

In  analyzing  these  programs,  we  have  been  unable  to  retain  single  con- 
sistent definitions  of  severity,  since  the  progfram  definition  and  the  availa- 
bility of  data  p£jiltibit  much  precision.    We  are  unable  to  make  an  unduplicated 
count  of  persona  receiving  these  benefits,  since  the  data  are  not  there  and 
analytic  modela  for  eatimatlng  the  differentials  and  overlaps  simply  do  not 
exist.    We  do  know  that  some  fair  proportion  of  the  most  severely  handicapped 
receive  multiple  program  benefits  in  the  sense  that  they  at,  least  get  income 
/maintenance  and  the  concomitant  health  care  coverage. 

In  this  review  of  programs  we  found  many  not  under  the  Secretary  of  HEW 
which  have  a  vital  influence  on  rehabilitation  and  the  disabled,    Xt  makes 
little  8ense„  for  example,  to  discuss  Supplementary  Security  Income  without 

607 


ERIC 


608  • 
referring  to  Food  Stamps,  or  to  talk  about  Disability  Insurance  without  refer- 

e 

ring  to  Workers'  Compensation. 

In  the  course  of-  work  on  the  other  programs  for  the  most  r,  verely  handicapped, 
•it  has  betome  increasingly  clear  that  no  overall,  comprehensive  look  at  the 
Federal  programs  and  policies  affecting  the  disabled  existed  before  the  Office 
of  Handicapped  Individuals  surveyed  the  agencies.     While  few  data  exist  in  many 
areas,  it  docs  seem  clear  that  programs  are  fractionated,  sometimes  pompeting, 
and  often  inconsistent.     A  recent  study  of  programs  for  handicapped  children 
concluded  that  the  programs  are  inequitable,  contain  severe  gaps  in  services, 
suffer  from  inadequate  control,  and  are  operated  with  insufficient  knowledge 
and  resour-ces.^     In  our  review  we  found  the  same  problems,  along  with  significant 
underdevelopment  of  community-based  resources  to  support  independent  living 
strategiesi 

Most  Importantly,  though,  from  our  perspective,   the  major  shortcoming  in  the 
design  of  programs  for  the  disabled  has  been  the  preoccupation  with  the  medical 
aspect,  with  emphasis  on  the  dis  rather  than  the  ability,  and  underplaying  of 
the  most  vital  dimension  of  disability — the  social  aspects.     If  a  problem  faces 
a  disabled  person,   that  problem  also  faces  many,  perhaps  more,  of  the  nondisabled. 
The  solution  to  a  problem  for  the  disabled  will  usually  have  spillover  benefits 
for  the  nondisabled,  possibly  greater  than  for  the  disabled. 

It  is  Important  to  discuss  some  of  what  we  believe  are  the  conceptual 
ambiguities  and  underpinnings  of  existing  programs  for  the  disabled.     We  will 
try  to  discuss  a  number*of  problem  and  program  areas,  indicating  what  the  exist- 
ing programmatic  response  is  and  attempting  to  make  aome  assessment  of  the  ^ 
adequacy  of  the  response,  .  Finally,  we  will  try  to  present  our  perspective 


1.     S,  Brown  and  J.  Kakalik,  Improving  Services  to  Handicapped  Children, 
The  Rand  Corporation,  Report  R-1A20/1-HEW  (DHEW,  1974). 
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on  what  could  conceivably  Inform  a  strategy  for  Federal  programs  on  behalf 
of  the  disabled* 

A  Question  of  Purpose  ' 

When  one  examines  the  range  of  Federal  programs  for  the  disabled,  he  Is 
•  ^   struck  by  both  th^r  scope  and  their  diversity  In  both  purpose  and  coverage. 

Ear^  on,  one  notes  overlaps  and  gaps,  and  one  suspects  consldetable  Inefficiency 
such  as  loading  benefits  on  some  disabled  while  others  go  virtually  without 
assistance.     Then. too,  some  Individuals  receive  cash  wh^n  they  could  best  use 
kind,  and  others  get  kind  when  they  might  best  use  cash.     In  still  other  dases, 
people  get  only  part  of  what  they  require,  with  a  cutoff  In  services  or  eligi- 
bility virtually  mitigating  the  gains  from  what  Is  provided. 

In  order  to  rationalize  somewhat  the  current  set  of  Federal  programs  %nd 
to  suggest  new  considerations.  It  Is  necessary  to  conceptualize  and  articulate 
three  broad  notions:     (1)  Federal  purposes  as  they  seem  to  have  developed;  (2)  ' 
a  general  concept  of  the  disabled  which  Is  not  conditioned  by  program  concerns, 
90  that  one  can  design  the  program  for  the  constituents'  benefit  only;  and  ^ 
(3)  a  discussion  of  the  problems  and  options  available  for  examining  the  trade- 
offs among  Federal  strategies. 

It  should  be  recognized  that.  In  taking  this  somewhat  Olympian  view  of 
the  nature  of  the  target  population  and  the-programs  serving  It^^.  we  are  basing 
a  &^  deal  of  the  discussion  not  on  data  or  consensus  about  values  but  upon 
abstractions.* 

The  severely  handicapped  can  be  defined  by  the  poverty  of  services  they 
receive  from  private  and  public  sources  and  by  the  low  rates  of  social  and 
economic  participation  they  exhibit.    On  the  other  hand,  almost  no  other  minority 
group  la  the  target  of  such  an  all-inclusive  array  of  technologies  conveyed 
by  00  many  dl££erent  professional  and  parcp'-of easlonal  specializations. 
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^  For  almost  every  conceivable  aspect  of  human  activity,  there  sg:e  indi- 
viduals offering  some  set  of  skills  or  hardware  designed  to  make  that  activity 

f 

in  some  way  accessible  to  one  or  more  types'"  of  severely  disabled  people.  The 
intimacy  and  pervasiveness  of  the  interventions  offered  to  at  least  some 
severely  disabled  people  can  be  readily  illustrated.     There  are  physicians, 
counselors,  and  assistants  who  focus  intensively  on  narrow  ranges  bf  impaired 
body  functions,  such  as  respiration  and  elimination,     Se^tual  activity  for  physi- 
cally  Impaired  individ\ial8  is  the  concern  of  another  group. 

Careers  are  invested  in  the  design  and  manufacture  of  prosthetic  and  lorthotic 
appliances.     Recreation  for  the  blind,  the  deaf,  ajid  the  wheelchair-bound, ^  attract 
some  people  to  training  and  employment.  There  are  "international  consultants" 
in  transportation  for  the  handicapped,  and  attorneys  demoting  their  energies 
to  rights  of  "access"  f  or  ^epileptics,  the  retarded,  the  blJLnd,  and  others. 
Expertise*  exists  in  relationships  between  severely  disabled  adolescents  and 
the'ir  parents  and  siblings^  and  there  are  persons  called  upon  to  mediate  .  disputes 
between  the  blind  and  the" wheelchair-bound  on  the  placement  of  curb  ramps  ajid 

«« 

cuts. 

All  these  and  others  are  in  addition  to  the  expected  collections  of  health  - 
professionals  certified  to  detect,  treat,  and  transform  the  sick,  and  injured 
into  the  disabled,  *^ 

This  suggests  that  national  policies  for  the  0everely-d\i8abled  have  followed, 
rather  than  preceded,  value  and  allocation  decisions,'    Thus,  to.^tlv^  areas  of 
income  maintenance,  h^ealth  care,  and  vocational  rehabilitation,  the  Nation 
has  tried  first  to  decide  what  it  can  afford  to  spend  a^d  then  to  accept  levels 
of  participation  which  those  funds  will  permit,  ^ 

Income  maintenance  programs  for  the  severely  disabled  tend  to  be  explicitly 
subsistence  in  Character  and  to  tobody  requirements  designed  to  stimulate  recipient 
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to  enter  the  labor  market  along  with  other  provisions  inhibiting  the  incentives. 
Conversely,  publicly  financed  health  care  benefits  to  the  Severely  "disabled, 
while  under  continual  political  and  budgetary  stress,  reflect  the  widely  held 
standards  for  care.    However,  to  the  extent yhat  these  benefits  are  tied  to 
participation  i-n  welfare  prbgrams,  the  benefits  contain  major  disincentives 
to  labor  force  participation  on  the  part  of  this  medically  high  risk  group. 
Review  Criteria 

Before  the  ^problem  of  allocating  expendiyires  to  the  severely  disabled 
arises,  one  faces  the  equally  difficult  task  of  deciding  which  programs  should 
be  included.     Any  selection  process  for  including  some  programs  and  excluding 
•  others  will  be  to  some  degree  arbitrary.     Surely  no  program  specifically  excludes 
the  disabled,  so  that  one  could  argue  that  every  public  program  spends  some 
portion  of  its  funds  on  the  disabled. 

Therefore,  four  criteria  were  used  as  the  bases  on  which  to  decide  whether 
or  pot  to  Include  a  program.    These  criteria  were:     (1)  the  program  deals  exclus- 
ively with  the  disabled;   (2)  the  disabled  are  a  targeted  population  in  the 
program;  (3)  the  program  is  required  to  place  special  emphasis  on  the  disabled; 
or  (A)  the  program  aims  at  alleviating  consequences  of  disabling^ conditions, 
even  if  the  majority  of  those  served  by  the  program  are  not  disabled. 

This  last  criterion  is  the  most  nebulous.     Perhaps  two  examples  will  Help 
to  show  how  it  was  applied.     If  a  disabled  person  received  an  income  transfer, 
we  have  assumed  the  person  to  be  poor  as  a  result  of  his  disability,  and  thus 
we  allocated  a  portion  of  the  income  transfer  program's  expenditures  in  our 
calculations.     On  the  other  hand,  a  disabled  veteran  would  receive  educational 
support  even  if  he  were  not  disabled.    Thus  in  this  case,  since  the  expenditure 
does  not  arise  as  a  response  t9  the  existence  or  consequences  of  the  disability, 
we  have  not  included  these  direct  service  payments  in  our  analysis.    We  wished 
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to  focus  on  actual  allocations  rather  than  budget  authority  or  plans.  The 
last  year  for  which  enough  expenditure  data  are  available  was  FX  1973«  In 
a  few  cases,  it  was  necessary  to  use  data  from  FY  1972* 

Following  is  an  outline  of  each  program,  including  inform^ion  on  how 
we  decided  to  allocate  a  share  of  its  expenditures  to  the  severely  disabled, 
and  the  actual  amount  thua  counted*    To  clarify  the  differences  in  types  o^ 

programs,  we  break  them  up  into  transfer  payments,  medical  care  and  assistance, 

\ 

and  direct  services.    A  fourth  category,  indirect  services,  is  excluded.  These 
prog^rams,  such  ad  research,  staff  training,  and  capital  construction,  generally 
have  loiig'term  and  widespread  benefits,  making  any  allocation  of  the  expenditures 
to  one  group  useless. 

WhiJ,e  w^  have  tried  to  clearly  indicate  ^ow  we  made  our  allocations,  we 
should  point  out  that  any  summary  over  various  programs  not  specifically  designed 
for  a  single  population,  and  not  even  using  consistent  definitions,  must  remain 
arbitrary. 

It  should  be  evident  that  there  are  few  simple  dimensions  to  the  problem 
of  investigating  the  programs  for  the  disabled  in  terms  of  what  is  or  what  might 
be.    There  are  disability-specific  programs  for  special  groups  (e.g.,  blind 
and  retarded) »  general  programs  for  disabled  only  but  nondiagnostic-specif ic 
(VR,  SSI);  and  general  prograbo  in  which  the  disabled  participate,  but  not 
by> virtue  of  their  disability,  although  they  may  be  treated  differently  by 
such  programs  than  the  nondisabled.  Then  there  are  concerns  by  functional  area, 
such  ad  the  work  effort  of  the  disabled,  medical  care,  or  personal  care.  There 
are  also  concerns  limited  to  depth  of  disability  and  not  to  diagnosZs^or^  function. 
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TRANSFER  PAYMENTS 

if 

Introduction 

The.  key  part  of  any  overall  strategy  of  programs  for  the  disabled  will 
be*the  Income  maintenance  system  which  sustains  them.     Even  wltjiout  defining 
ImpalrxgliXs  In  a  work  related  manner,  we  have  ^Inted  out  that  persons  with 
severe  handicaps  tend  to  have  lower  Incomes  than  persons  without  such  handicaps. 
Many  sever*- ly  handicapped  persons  are  perfectly  competent,  or  at  least  as  com- 
petent <i8  Lhe  rest  of  us,  to  handle  their  own  affairs.    What  they  lack  Is  the^ 
opportunity  to  achieve  target  Income  levels  through  'their  own  efforts  because 
of  their  Impairments  and/or  because  of  various  forms  of  Iqbor  market  and  other 
barriers.     These  persons  need  a  purely  cash  system  of  payments  of  sufficient 
level  for  them  to  accomplish  their  needs. 

Others  of  the  Impaired  are  not  so  well  off,  relatively  spedtklng,  but  will 
have  family  or  other  persons  available  to  assist  them  In  their  consumer  decl- 
slons  and  self-care.     For  most  ol  these  persons  a  cash  strategy  Is  also  appro- 
priate, but  It  Is  complicated  by  the  range  of  tastes 'and  decisions  about  whether 
other  family  members  should  work  or  stay  home  and  care  for  the  individual, 
and  when  transfer  payments  should  attend  to  such  differences. 

( 

There  a^re  two  other  grouM  of  the  Impaired  who  bear  notice.     The  first 
la  that  large  group  of  persons  who  work  either  full  or  part  time  and  make  a 
fair  wage.     Our  examination  of  the  available  studies  suggtBSts  that  when  an 
Impaired  person  works,  he  works  about  the  same'  hours  and  io  paid  about  the 
same  wage  as  his  nonlmpalred  coworker  on  the  a^e  Job.    The  effect  of  disability 
oeemo  most  onerous  In  terms  of  the  availability  of  a  desired  Job  and  In  the 
types  of  Jobs  generally  available, 
*  Judging  from  the  data,  which  are  flawed.   Impaired  persons  tend  to  find 

themselves  somewhat  more  educated,  experienced,  and  older  than  their  coworKers 
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and  to  occupy  beginning  levels  of  low-level  jobs.     For  example,  where  ^  certain 
occupation  might  be  considered  a  suitable  job  for  a  young  persons  starting 
a  working  career,  ^ay  an  operative  in  a  factory,  these  are  terminal  jobs  for 
some  of  the  impaired* 

Conclusions  must  be  tentative,  in  that  the  data  are  derived  from  survey^ 

which  asked  the  following  work-related  disability  question:     "Did.  your  di^ab^lity 

It. 

prohibit  you  from  work  or  limit  the  kind  or  amount  of  work  you  could  do?"  An 
impaired  la^wyfer  probably  would  not  have  answered  that  question,  and  would  no^t 

"  .J 

have  appeared  in  the  data  as  disabled  at  all,  thus  biasing  tne  responses  to 


the  more  severely  disabled  or  to  those  unemployed  or  underemployed  who  ude 
an  impairment  explanation.  ^ 

The  question  of  how  to  include  in  a  transfer  prograaji,  the  impaired  with  ^ 
Standard  jobs  paying  standard  wages  is  a  vexing  one.     We  know  little  about 
the  costs  of  their  jobs,  or^even  if  there  are  any  costs.    The  technique  used 
in  most  welfare  reform  designs  of  establishing  a  rate  for  the  reduction  of 
benefits  could^^  designed  so  that^ully  employed  disable4  persons  abov^  a 
certain  income  are  not  coVe:^d,  but  this  may  affect  the* ability  to  give  an 


adequate  basic  payment  for  those  who  cannot  worl^.     For  the  disabled  as  a  class, 
it  may  be  a  lesser  evil  to  establish  a  high  guarantee  and  a  high  reduction 
rate.  •  .  • 

The  last  group  for  whom  serfous  cash  transfer  issues  arise  are  those  most 
severely  handicapped.     These  include  terminal  cases,  severe  and  profound  retar- 
dation,  the  senile}  and  persons  ii^  institutions.     The  extent  to  which  one  wishes 
to  make- available  ^  these  persons  professional  judgment  and  placement  or  provide, 
where  appropriate,  cash  which  maximizes  their  individual  choice  is  a  difficult 
decision.  "  ^ 
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Two  .EBcdnt  Internal  papers  by  the  .Social  Security  Administration  provide 

/  ' 
an  exceptional  review  of  Income  transfer  programs  for  the  disabled  *ln  the  United 

2 

States:     "Issue  Analysis:     Disability  Projection  in  the  United  States,"  and 

^  >  3  ■       "  '  ^■ 

"Disability  an4  Welfare:.  A  Review  and  .Overview  of  the  Data,"    are  both  key  source 

documents  in  the  area,  and  we  will  touch  oi;u^nl^y  certain  selected  points  here. 

Each  paper  potlnts  out:  that  for  thope  who  get  coverage  in  one  or  more  programs. 


benefits  are  fairly  high,  but  for  many  the  benef^its  are  very  low.    They  also 


indicate  that  many  persons  are  not  covered  at  all  and,  ^hbugh  not  often  saying  it 
directly,  they  imply  that  many  of  the  program  rules  have  little  underlying  logic* 

For  example,  in  the  social  insurance  program,  under  Title  II  of  the  Social 
Security  Act,  if  persons  retired  from  the  work  force  by  age  or  disability  have 
families,  there  Is  no  s,pecial  logic  for  treating  families  differently.  Yet 
widows  of  workers  who  die  while  on  disability  are  apparently  treated  differently 
than  widows  of  workers  who  die  after  retirement.     There  was  a  time  when  the, 
benefit  was  designed  to  bear  some  relation  to  wage  _loss.     It  now  appears  only 
to  bear  relation  to  the  fiscal  tolerance  of  the  Congress  and  to  whether  one 
disabled  group  ox  another  currently  has  a  favored  status. 

Completely  l^ft  out  of  such  programs  are  persons  with  temporary  total 
or  partial  disabilities  qr  permanent  partial  disabilities  (unless  covered  by 
workers'  compensation  or  the  few  State  temporary  disability  insurance  plans). •  ' 
Some  persons  may  be  covered  by  Aid)  to  Families  with  Dependent  Children,  General^-"" 
Assistance,  or  other  progra&s  if,  in  addition  to  their  impairment,  they  m^et 
other  criteriao 


2».    Tom  Moore  et  al. ,  "Issue  Analysis:  Disability  Protection  in  the  United 
States,"  unpublished,  SSA,  19  73. 

3,     Lawrence  D.  Haber,  "Disability  and  Welfare:  A  Review  and  Overview  of 
^the  Data,"  unpublished,  SSA,  19  73.  ^  \ 

erIc  * 


,  616 

1    '  \ 

Of  course,  the  financial  catastrophe  caused  by  a  5-^onth  total  disability, 

f 

even  if  recovery  can  be  complete,  is  significant*  Workers'  Compensation  programs 
have  been  the  subject  of  several  studies  tliMzhe  past  few  years,  and  additional 


analysl^j^fi^s  being  started  up  both  in  the  department  of  Labor  and  the  National 
Science  Foundation.     The  shortcomings  of  Workers'  Compensation  programs^^^r^ 
o  many,  primarily  in  the  long  adversary  process  often  necessary  to  achieve  bene- 
fits.   Despite  the  theory  of  Workers'  Compensation,  one  wonders  if  a  "no-fault" 
compensation  program  may  be  worth  cojisidering« 

We  will  blriefly  describe  the  major  programs  later,'   Throwing  politicaL 
feasibility  to  the  winds,  we  can  make  the  following  statement  about  how  income 
maintenance  might  be  coordinated  for  the  disabled.     If  we  assume  that  the  impaired, 
without  regard  to  duration,  is  the  group  in  which  social  resources  should  be 
invested,  then  there  is  little  logic  underpinning* the  multiplicity  of  programs 
serving  them  at  present.    The  most  generous  program  in  some  sense  is  that  adminis- 
tered by  the  Veterans  Administration,    One  experienced. analyst  said,  half  jokingly 
(but  only  half)  that  we  could  get  rid  of  much  of  the  problem  of  how  to  gejt  cash 
to  the  disabled  if  we  made  each  disabled  person  an  honorary  veteran. 
In  the  paper  cited  previously,  Uaber  says: 

Although,  from  an  analytical  point  of  view,  it  may  appear  more  ^ 
elegant  to  incorporate  these  programs  into  a  system  of  acute, 
extended,  and  prolonged  incapacity  programs,  there  are  also  strong 
reasons  to  argue  for  the  singularity  or  uniqueness  of  these  pro- 
grams.   One  may  question  why  vjorkers  injured  in  the  course  of 
employment  are  any  more  entitled  to  an  adequate  wage  replacement 
than  workers  suffering  from  the  natural  decrements  of  aging  or 
chronic  disease;  however,  one  mu^t  also  accept  the  fact  that 
.  these  programs  exist,  and  that  they  enjoy *a  certain  amount  of 
public  acceptance  and  support.    Considering  the  relative  lack  of 
development  of  wage  replacement  for  extended  sickness  or  illdess, 
perhaps  more  planning  shoyld  be  directed  towards  the  development 
of  non-occupational  extended  sickness,  leaving  integration  of 
the  specialized  work  injury  programs  for  a  later  date  when  the 
relative  merits  of  the  programs  can  be  assessed,  4^/ 


4,     Ibid, ,  Attachment  C,  p,  29, 
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Haber  raises  many  Issues  appropriate  to  this  repdrt.     For  convenience, 
we  excerpt  some  of  the  significant  statements  at  the  end  of  this  section.. 
However,  our  exercise  cannot  at  this  point  Baiter  into  all  the  practical  Issues 
and  questions  raised  by  such  an  Intriguing  po«slblllty  as  the^ntegratlon  of 
disability.  Illness,  and  sickness  programs  Into  a  coherent  system,  whether 
unitary  In  basic  nature  or  not.     Some  of  tme  practical  considerations  lie  In 

(    1  '  . 

the  nature  ot  the  diagnostic  technology,  wfeJLch  Is  not  consistent,  and  whether 

physicians  are  necessary  for  making  the  diagnosis  (and  If  so,  where  to  get 
i 

the  number  whp^affight  be  needed  to  operate  such  a  program). 

Other  more  basic  philosophical  issues  on  program  purposes  also  exist. 
Some  programs  ^re  predicated  on  culpability;  some  allegiedly  are  not,  as  in 
Workers'  Compensation.     Some  programs  compensate  beyond  the  economic  effect 
of  the  disability  because  of  a  s6nse  of  gratitude,  as  in  the  veterans  programs. 
Some  compensate  uuly  for  some  portion  of  the  wage  loss  as  a  proxy  for  a  more 
rational  way  of  defining  income  guarantees. 

Some  programs  simply  try  to  keep  people  from  starving  by  meeting  their  basic 
^^^eeds."    A  paper  by  Kelly  pointed  out  the  problems  with  trying  to  assess  the 
"needs^*  of  the  disabled  for  income,  primarily  for  the  assessment  of  the  subtle 
costs  of  disability  in  transportation,  residential ^location,  and  other  areas. ^ 

The  principle  of  disability  payments  in  general  is  to  compensate  for  lost 
earning  capacity  or  lost  income.     It  is,  however,  difficult  for  programs  to 
do  so  consistently  because  of  budgetary  reasons,  and  because  the  economic  effects 
of  disability  in  individual  cases  often  bear  no  relationship  to  the  degree 
of  physical  Impairment.     For  those  programs  which  compensate  for  loss  and  pain, 
subjective  decisions  must  be  made  about  the  value  of  a  function  to  the  individual. 


5.     Terence  F.  Kelly,  **0n  Incorporating  Differentials  for  the  Disabled  into 
Cash  Transfer  Programs,"  unpublished.  The  Hrban  Institute,  1974. 
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or  compensation  may  have  to  be  based  o^  former  Income,  unless  there  is  a  flat 
rate  schedule  for  psychological  and  physiological  Impairments.     Also,  there 
are  discrepancies  In  the  Impact  of  Identical  physical  Impairments  on  the  general 
well-being  and  psychological  condition  of  Individuals. 

The  key  ^o  these  programs  will  be  the  disability  determination  process. 
To,  the  extent  that  this  process  Is  alsp  key  to  all  other  components  of  this 
Integrating  strategy,  hlttln^^,  screening"  criteria  will  open  an  array  of  bene- 
fits. Including  cash*  -  X  - 
Disability  and  Welfare* 


Acute  and  short-term  sickness  and  Injury "^are  usually  first  seen  within 
the  work  place.  In  relation  to  regular  work  activity.     As  such,  sickness 
absence  should  be  regulated  by  the  employer  or  employer-union  agreements  and 
compensated  at  some  level  closely  related  to  the  current  wage  of  the  worker. 

Policies  on  extended  sickness  and  injury  or  temporary  disability  should 
attempt  to  maintain  the  relationship  of  the  employee  to  the.  work  place  and 
to  maximize  the  worker's  opportunity  for  returning  to  the  previous  employment.  * 
where  Impairment  residuals  develop,  job  restructuring  and  redesign,  rehabilita- 
tion, restoration,  and  placement  services  should  be  most  helpful  in  the  early 
stages  of  Incapacity.  N 

Income  maintenance  ob^]^tions,  while  representing  a  limited  liability, 
should  not  provide  incentives  for  prolonging  the  period  of  work  absence.  This 
suggests  that  while  eligibility  should  be  relatively ^uncomplicated,  review 
and  followup  should  be  extensive  to  insure  that  the  workter  retufns  to  employment 
as  soon  as  is  reasonable  and  before  a  disability  syndrome  forms  through  a\ pattern 
of  secondary  gains. 

Above  all,  a^  temporary  disabilitir  \>rogram  should  act  to  deter  self-definition 
of  the  individual 'as  disabled  until  no  other  feasible  alternatives  exist.  For 
this  reason  it  is  suggested  that,  in  addition  to  the  normal  6-month  duration 
of  benefits  for  extended  illness  or  injury,  special  provisions  should  allow 
extension  of  benefits  where  diagnosis  is  still  uncertain,  possibly  for  as  long 
as  a  year,  prior  to  a  determination  of  extended  or  chronic  disability. 

In  both  acute  and  extended  illness,   the  income  maintenance  functions 
require  prompt  and  expeditious  decisionmaking,  based  on  essentially  medical 


*  This  section  is  taken  Lawrence  D.  Haber,  "Disability  and  Welfare:  A 
Review  and  Overview  of  the  Data." 
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evaluation  of  the  condition  or  impairaent.     In  the  interests  of^equity,  minimum 
standards  should  be  established  on  a  State  and/or  Federal  l^el  which  could 
then  be  supplemented  by  State,  local,  or  employer-emp?ft)yfe$i  agreements,  contracts 
or  legislation. 

Sickness,  injury,  and  disability  support  programs  are  intended  to  (1)  maxi- 
mize the  continuation  of  stable  work  relationships,  and  (2)  provide  alternative 
mechanism^  f^r  inaintaining  economic  and  social  relationships  for  those  recognized 
as  unable  t6  meet  regular  'rolei  obligations  because  of  a  condition  or  incapacity 
beyonH.  theii  control.  . 

Illness,  disability  and  disability  designations,  therefore,  ^ay  be  regarded 
as  means  of  social  control,  which  require  alternative  forms  of  behavior  to 
provide  economic  and  social  goods  and  services  for  those  unable  to  obtain  them 
through  the  usual  channels  of  gainful  employment. 

Restoration,  rehabilitation,  and  job  redesign  represent  efforts  to  normalize 
work  relationships  through  recovery^•^^a^^aptation  of  the  Jjadividual  or  the 
situation.     Earnings  replacement  anjc^xttMitutional  care  represent  other  formg^^ 
of  adaptation  or  normalization  of  the  situation. 

In  the  development  of  an  income  and  rehabilitation  strategy  responsive  to 
the  problems  of  incapacity,  we  may, view' the  identification  process  as  a  series 
of  filters  or  gates  through  which  thenj^di^dual^s  progressively  shunted. 
Initially,  a  limitation,  disease,  illn6^s,  injury,  or  impairment  is  expected 
to  be  ajcuta  or  of  short  duration.     The  usual  experience  is  that  the  worker 
will  teturn  to  his  place  of  employment  within  a  period  of  a/  few  days,  with 
essentially  the  same  capacities  as  before  the  illness  or  injury.    While  medi-^ 
cal  care  may  be  appropriate,  generally  long-term  rehabilitation  guidtace  and 
counseling  is  not  necessary  unless  the  condition  is  recurrent  or  chronic. 

TKe  secfond  dimension  is  that  of  extended  sickness  and  injury,  in  excess 
of  2  to  4  weeks ^ involving  wage  losses  for  complications,  convalescences,  and 
conditions  whic^may  be  of  permanent,  prolonged,  or  indefinite  duration.  In 
most  cases,  however,  recovery  is  expected  before^  6  months,  although  residual 
impairment  may  continue. 

The  major  problems  should  arise  not  in  the  initial  allowance  or  certifi- 
catidtQ  of  incapacity  but  in  tljg,  prompt  termination  df  betieflCs  and  exemptions 
from  work.     This  ^ould  also  suggest  close  contact  with  employers  or  the  employ- 
ment ^service,  in  stimulating  and  tracking  return  to  work.. 

Income  maintenance  eligibility  criteria  should  also  emphasize  the  prevention 
or  containment  of  impairment  effects  during  the  short-term  or  transitional  stage 
of  incapacity;  this  further  suggests  that  evidentiary  requirements  should  not 
be  used  in  such  a  way  as  to  weaken  the  commitment  to  work  roles  or  to  strengthen 
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the  psychological  Incentives  for  disability.    The  primary  emphasis  In  this 
period  should  be  on  early  vocational  and  refei^ral  9pntacts,  In  which  the  Income 
maintenance, Serves  the  function  of  assisting  the  worker  to  maintain  tils  normal 
economic  and  family  obligations.    The  occupational  criteria  should,  of  course, 
be  specific  to  one's  present  employment,  f 

The  third  stage  of  the  filter  or  screening  process  Is  the  Identification 
of  prolonged  or  extended  disability  as  a  continuing  or  permanent  loss  or  reducr 
•tlon  of  ability  to  perform  expected  work  or  ^ther  activities  because  of  a 
chronic  (Condition  or  Impairment, 

In  addition  to  the  temporary  disability  provided  Industrial  workers,  some 
protection  Is  needed  for  workers  In  small  firms  and  In  casual  employment,  such 
^  as  domestics,  laborers  and  farm  .workers.    Administration  of  this  Income  main- 

tenance benefit  could  posislbly  be  organized  through  a&soclatlons  of  employers 
or  through  a  governmental  Insurance  agency,    A  ptdvlslon  for  temporary  disability 
■i       (extended  sickness  and  Injury)  payments  for  those  with,  at  best,  a  marginal 
■       relationship  with  the  labor  market*  should  also  Identify  persons  and  families 
^*ln  the  early,  more  malleable  stages  of  dependency.     This  presxmiably  would 
require  some  form  of  means  test^to  limit  payments  only  to  those  lacking  other 
adequate  sources  of  Income,     State  programs  for  General  and  Emergency  Assist- 
ance may  now  fill  part  of  this  need,  ' 

We  should  al^o  recognize  that  certain  programs  such  as  workers'  and  veter- 
ans' compensation  and  pensions  fill  special  needs  over  and  above  that  of  Income 
maintenance.     Workers'  compensation,  for  example.  Includes  an  emotional  compon— 
ent,  reflecting  a.  perceived  obligation  to  Indemnify  for  the  loss  of  physical 
Integrity  In  the  service  of  others.     Veterans'  programs,.  Of  course,  also  reflect 
th^  obligation  felt  by  the  Nation  to  those  who  served  In  Its  defense.  The 
sp'^Jllal  objectives  of  workers'  compensation  also  Include  sponsorship  of  Industrial 
safety. 

The  long-term  commitments  of  extended  and  chronic  disability  require  and 
permit  a  more  deliberate  and  extensive  documentation  and  decisionmaking  proc- 
ess. In  whj^ch  not  only  Impairment  but  vocational  and  employablllty  assessments 
may  be  considered.     This  pjrocess  would  take  account  of  the  residual  capacities 
of  the  Individual  and  of  the  economic  and  occupational  setting. 

The  evidentiary  and  financial  obligations  Involved  In  each  of  *  these  levels  • 
of  incapfi^lty  suggest  that  they  appropriately  belong  at  different  levels  of 
Institutional  or  organizational  responsibility,     Short-tertn  Illness  and  Injury 
Is  a  day-to-*day  management  concern.  Involving  the  productive  operation  of  the 
plant  or  company,  as  well  as  an  income  maintenance  problem  for  the  Individual, 
As  such,  the  reporting  requirements,  supervision,  and  acceptance  criteria 
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criteria  should,  within*  certain  liiaits,  be  the  responsibility  of  the  employer,    '  • 
who  should  also  have' a  responsibiJLity  for  maintaining  income  at  or  around  the 
wagfe  level  of  th^  affected  worker.    Private  sickness  insurance  and  sick  leave 
usually  provides  a  maximum  of  5  to  15  d^ys  a  year.  ,  > 


FEDERAL  TRANSFER  PAYMENT  PROGRAMS  ^ 

The  first  major  group  of  programs  to  be  discussed  are  Federal  transfer 
'  payments.     The, programs  in  this  group  are  Disability  Insurance,  Aid  te  Families 
with  Dependent  Children,  ^Black  Lung,  Supplementary  Security  Income,  Veterans 
Administration  compensation  and  pension^.  Federal  workers'  compensation  programs. 
Pood  Stamps,  and  various  Federal  retirement  plans^    We  have  estimated  that 
the  disability  portions  of  these  programs  account  foK$16«7  billion  or  19.7  per- 
cent of  all  expenditures  for  the  disabled  in  1973.     Using  the  methods  described 
below,  we  find  that  for  FY  1973,  the  most  recent  year  for  relatively  cdmplete 
data,  $13.9  billion  or  83.2  percent  of  all  Federal  transfer  expenditures  on 
the  disabled  were  to  the  severely  disabled.^  These  and  other  expenditures  aire 

4 

summed  in  the  Appendix  which  follows  phis  chapter. 
1.    HEW  Transfer  Programs 

The  Disability  Insurance  (DI)  program  provides  monthly  cash  payments  with 
unrestricted  use  to  covered  persons  and  their  dependents  when  the  covered  person 
suffers  a  physical  or  mental  impairment  that  has  lasted,  or  is  exp'eeted  to 
last,  12  months  or  more,  and  prevents  any  substantial  employment.    On  the  basis 
of  the  requirements  that  gainful  employment  be  unlikely  and  tl>at  the  condition 

B 

be  expected  to  persist  longer  than  12  months,  we  take  100  percent  of  payments 
as  benefitting  the  severely  disabled.  Inability  to  work  because  of  a  chronic 
disability  appears  to  be  a  well-accepted  definition  of  severe  disability. 

Our  estimate  of  $13.9  billion  from  this  report  is  for  the  federal 
expenditures  only  and  does  not  include  State  and  local  government  matching  to 
those  Federal  progi/ams.    The  figures  reported  in  the  program  descriptions  be- 
low will  include  both  Federal  expenditures  --d  State  and  local  matchings. 
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It  could  be  argued  tjiat  certain  recipients  ire  not  severely  disabled, 

r 

in  that  they  are  capable ^'of  vocational  rehabilitation  and  job  placement.  In 

1972,  for  example,  6,883  persons  receiving  primary  support  under  DI  were  reported 

7 

rehabilitated  by, State  vocational  rehabilitation  agencies,   -   In  the  context 

of  DI,  however,  these  rehabilitants  represent  on^y  0#4  percent  of  total  recip- 

ients-,  a  negligible  amount.    We  therefore  retain  our  estimate  of  100  percent. 

Total  DI  expenditure©  on  the  severely  disabled  in  1973  under  the  DI  and  disabled 

spouse's  program  were  $5,162,000,000. 

Aid  to  Families  with  Dependent  Children  (AFDC)  is  a  program  to  provide 

financial  assistance  to  families  with  needy  children,  where  that  need  is  based 

^ upon  incapacity,  death,  continued  absence,  or  chronic  unemployment  of  a  parent* 

Turem  has  estimated  that  just  under  15  percent  of  AFDC  recipients  are  either 

receiving  benefits  because  of  the  incapacity  of  at  least  one  parent,  or  have 

an  adult  in  the  family'  receiving  Aid  to  the  Permanently  and  Totally  Disabled 
8 

(APTD).      Since  eligibility  for  APTD  implies  the  incapacity  must  l)ave  lasted 
over  12  months,  we  shall  take  15  percent  as  our  estimate  of  expenditures  because 
of  eevere  disability. 

We  must  also  assume  that  the  mean  fknily  unit  size  of  the  severely  disabled 
is  not  statistically  different  from  the  mean  AFDC  recipient's  family  unit  size. 
This  aooumption  is  necessary  since  we  ti'r4  also  assuming  that  15  percent;  of 
program  expenditures  are  received  by  15  percent  of  the  recipients.  On  this 
baais  we  arrive  at  $1,109,516,000  as  an  estimate  of  AFDC  expenditures  for  the 
severely  disabled.  . 
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7.  Characteristics  of  Clients  Rehabilited  in  Fiscal  Years  1968-1972, 
Federal-State  Vocational  Rehabilitation  Program' (DHEW,.  SRS,  1974). 

8,  J.  Turem,  "Adding  Dependents  of  the  Disabled  to  SSI:     Effect  on  AFDC," 
unpublished,  The  Urban  Institute,  1974. 
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"Black  Lung"  Benefits  for  Coal  Miners  Is  a  program  of  direct  payments 
to  miners  who  are  totally  disabled  by  pneumonoconlosls,  and  to  their  dependents. 
The  payment  Is  Intended  to  replace  that  portion  of  Income'  lost  because  of  tfhelr 

rf  . 

,   disability.    With  the  programmatic  definition  again  specifying  "totally  disabled," 
we  take  100  percent  of  program  expenditures  as  benefitting  the  severely  disabled. 
Available  data  Indicate  that  nearly  all  benefits  are  paid  On  bejialf  of  workers 
who^are  unable  to  work  because  of,  or  have  died  fyom,  pneumonoconlosls.  The 
total  payment  to  the  severely  disabled  under  they  Black  Lung  Program  In  1973 
was  $1,045,162,000.  ^ 

Supplemental  Security  Income  (SSI)  Is  a  program  of  direct  payments  with 
unrestricted  use  to  persons  over  the  age  of  65,  or  blind,  or  totally  disabled 
who,  on  the  basis  of  their  monthly  Income  and  some  resources,  are  below  a  certain 
level  of  support.    An  estimate  of  the  share  betief Ittlng  the  severely  disabled 
can  be  calculated  based  upon  the  breakdown  of  ^ogram  expenditures  to  the  ag^d, 
the  blind,  and  the  permanently  and  totally  dls^^i^led  and  the  degree  to  which 
each  group  can  be  considered  severely  disabled.    The  details  of  the  weighting 
procedure  can  be  found  In  the  following  three  programs.  .  The  resulting  weighted 
average,  60  percent,  was  used  as  our  estimate  of Supplemental  Security  Income 
payments  accruing  to  the  severely  disabled.     Since  SSI  only  began  li^  197A, 
we  Include  the  three  s^arate  program  shares  for  1973  In  our  calculations. 

Aid  to  the  Permanently  and  Totally  Disabled  (APTD)  Is  a  program  of  Federal 
grants  to  States  for  assistance  to  people  who  are  substantially  prevented  from 
engaging  In  any  useful  occupation  because  of  a  permanent  physical  or  mental 
Impairment.    Because  of  both  the  Income-tested  nature  of  this  program  and  the 
requirement  that  the  medically  verifiable  Impairment  must  be  Judged  "not  likely 
to  be  Improved  by  therapy,"  we  have  taken  100  percent  of  these  payments  as 
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benefitting  the  severely  disable'd.     For  1973,  APTD  payments  allocable  to  the 

severely  disabled  were  $1,447, 469, 000,     /  - 

Old  Age  Assistance  (OAA)  is  a  program  of  Federal  grants  to  States  for 

assistance  to  people  over  the  age  of  65  who  are  unable  to  met  their  subsistence  * 

needs,  A  study  by  Saad  Nagi  reveals  that  17  percent  of  all  people  over  the 

age  of  65  are  strongly  limited  in  performing  their  normal  societal  roles  by 

9 

physical  or  mental  limitations.      Thus  we  use  17  percent  of  OAA  payments  ka 

our  estimate  of  the  proportion  of  expenditures  on  the  severely  disabled  under 

this  program.    Although  we  recognize  the  problems  inherent  in  defining  disability' 

for  those  individuals  outside  the  '^normal"  labor  force  market  population — i.e., 

the /aged,  homemakers  or  children — we  believe  the  17  percent  estimate  to  be 

a  conservative  one»    Many  of  the  recipients  of  OAA  qualify  f9j:  assistance  (are 

below  the  income  ceiling)  because  of  lack  of  ^ASDHI  coverage,  which  in  turn 

may  be  partially  correlated  with  disability-related  lack, of  work  history. 

Using  the  17  percent  figure,  we  estimate  OAA  pajonents  to  the  severely  disabled 

to  be  $302,793,000  in  1973. 

Aid  to  the  Blind  (AB)  is  a  program  of  Federal  grants  to  States  for  aid 
to  the  legally  blind,  generally  those  with  visual  acuity  4)f  less  than  20/200 
in  their  better  eye.    Although  some  organizations  use  finer  breakdowns  of  degrees 
of  disability  for  the  .blind,  we  take  100  perceiat  of  the  payments  as  benefitting 
the  severely  disabled*    Given  the  income-tested  nature  of  this  program,  we 
assert  that  nearly  all  (if  not  all)  of  the  recipients  of  this  program  could 
meet  an  "unable  to  engage  in  any  substantial  employment"  kind  of  test*  Also, 


9.     Saad  Z.  Nagi,  "R  &  D  in  Disability  Policies  and  Programs:     An  Analysis 
of  Organizations,  Clients  and  Decisions,"    Columbus,  Oh,io,  Ohio  State  Univer- 
sity, Columbus,  Ohio,  1971. 
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the  Rehabilitation  Services  Administration  considers  blindness  one  of  the  suf- 
ficient conditions 'for  severe  disability.  Thus  $101,876,000  Is  our  estimate 
< 

of  expenditures  In  AB  on  the  severely  disabled. 

V 

2.     Non-HEW  Federal  Transfer  Programs  -"^ 

Veterans  Administration  -  Compensation  for  Servlce-Cpnnected  Disability 

is  a  program  of  direct  payments  to  veterans  with  service-connected  disabilities 

J 

accor41ng  to  the  average  Impairment  In  civilian  earning  capacity  that  can  be 
expected  to  result  from  their  particular  disability.     This  program  requires 
a  more  Judgmental  decision  as  to  the  percentage  of  Its  recipients  who  are 
fl^everely  disabled,  since  there  are  no  Income  limits  placed  on  the  recipient. 
That  Is,  a  person  could  receive  a  10  percent  compensation  for  life  and  still 
be  a  full-time  worker.     It  seems  reasonable,  all  other  things  equal,  that  the 
higher  the  level  of  disability,  the  more  likely  a  veteran  will  be  unable  to 
engage  In  labor  market  activities.     A  cursory  examination  of  the  definitions 
of  various  levels  of  disability  leads  us  xo  consider  50  percent  or  more  disabled 
as'  "severely  disabled."    From  the  Veterans  Administration  Annual  Report  for 
1973  we  calculate  that  66  percent  of  total  payments  are  provided  to  22  percent 
of  veterans  with  service-connected  disabilities  who  are  severely  disabled  (that 
is,  50  percent  or  more  disabled).     We  therefore  use  66  percent  and  22  percent 
to  weight  the  disabled  expenditures  and  disabled  recipients  respectively. 
On  this  basis,  we  estimate  $2,006,011,000  of  veterans'  compensation  is  for 
the  severely  disabled. 

-Veterans  Administration  -  Pension  for  Nonservice-Connected  Disability 

s 

is  a  progr^  of  direct  payments  with  unrestricted  use  to  wartime  veterans  whose 
noneervice-cofciected  disability  is  permanent,  total,  and  prevents  substantially 
gainful  empL^yment.     Since  recipients  must  be  unable  to  pursue  "substantially 
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gainful  employment,"  100  percent  is  immediately  suggested  as  the* severely  dis- 
abled .percentage.    However,  a  curious  anomaly  exists:    we  calculated,  based 

ft 

upon  the  data  from  the  Veterans  Administration  Annual  Report  for  1973,  the 
following  breakdown  for  payments  to  those  with  nonservice-connected  disabilities: 

Disability  Payments  Recipients 

Tuberculosis  1%  1,5% 

Psychosis-neurosis  '  25%  20,2% 

General  jj^dical  surgical  j68%  71,0% 

"No  disability"  \          6%  7.3%. 

If  we  exclude  those  veterans  classed  under  "no  disability,"  we  arrive 
at  92.7  percent  of  recipients  and  94.0  percen^t^  of  pajmients  as  reflecting  aid 
to  the  severely  disabled.  Taking  94  percent  of  total  Veterans  Pension  benefits 
paid  in  1973,  we  estimate  $1, 353| 055, 000  as  that  allocable  to  severe  disability. 


\/t  We  note  that' t;he  1966  Survey  of  Disabled -Adults  found  that  38.8  percent  of 

all  "occiipationally"  and  "severely"  disabled  veterans  are  "severely"  disabled. "^^ 
In  this  case,  SDA  apparently'  includes  receivers  of  both  "service-connected 
compensations"  and  "nonser'vice-connected  pensions"  in  its  universe  of  recipients. 
A  weighted  average  of  our  separate  estimates  yields  a  comparable  44.9  percent 
of  all  recipients  bejing  severely  disabled.     Since  the  SDA  was  conducted  in 
1966,  we  could  expect  some  differences  simply  on  the  basis  of  the  time  periods. 
Also,   the  SDA  used  a  survey  of  veterans  aged  18-65;  our  estimate  is  based  upon 
^        expenditure  data  concerning  all  recipients. 

Armed  Forces  Retirement  is  a  program  of  monthly  retirement  payments  to 
armed  forces  personnel,  either  after  20  years  of  service  or  as  fhe  result  of 
disability.    Retirement  under  disability  can  be  either  temporary  or  permanent. 


10.     Kathryn  Allan  and  Mildred  Cinsky,  "General  Characteristics  of  the 
Disabled  Population,"  Social  Security  Bulletin,  August  1972. 
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Data  are  reported  separately  for  "total  program"  aiid  "retirement  under  disa- 
bility."^^   On  the  basis  of  these  figures  we  estimate  that  16  percent  are  unable 
to  continue  their  career  and  are  therefore  considered  severely  disabled.  We 
concede  that  this  estimate  may  be  a  liberal  one,  since  such  retirement  does 
not  per  se  preclude  the  recipient  from  working  full  time  on  another  occupation. 
However,  we  "^ave  been  unable  to  obtain  data  relating  to  this  phenomenon.  The 
payment  allocated  to  severe  disability  is'  estimated  at  $690,443,000. 

Federal  Civil  Service  Eletlrement  is  a^  program  of  retirement  payments  to 
Federal  Civil  Service  employees,  both  after  extended  periods  of *  employment 
and  after  disability  if  tzhe  latter  is  preceded  by  a  miniipum  of  5  years  of  serv- 
ice.    An  analysis  of  data  reported  shows  that  20  percent  of  total  retirements 

12  / 
under  this  program  are  because  of  service  disability.        We  have  used  20  percent 

to  weight  our  data  for  1973  recipients  and  expenditures.    Since  It  is  unclear 
whether  this  program  requires  a  disability  prej^enting  "any  substantial  employ- 
ment" or  preventing  "the  employee's  regular  employment  at  time  of  occurrence," 
we  are  using  an  admittedly  weak  allocation  proce^j^    More  information  is 
needed  to  make  an  assessment  as  to  how  aignif leant  the  error  might  be.  The 
total  share  to  the  severely  disabled  under  this  program  in  1972  is  estimated 
to  be  $739,285,000. 

Federal  Employees'  Compensatiog  Act  (FECA)  is  a  program  of  income  maintenance 
paymento  to  Federal  employees  who  ore  temporarily  or  permanently  unable  to  work 
because  of  Job-related  i&Jurles  or  Illnesses.    This  program,  one  of  three  Federal 
workero'  compenGation  programs,  provides  payments  under  several  categories  of 
"permanent"  and  "temporary"  disabilitiea.    Although  an  analysis  of  data  of  this 


iX;    The  1975  Budget  of  the  United  States  -  Appendix  (Office  of  Management 
and  Budget,  1974). 

Ir2se    Social  Security  Bulletin  Annual  Statistical  Supplement,  1972  (Social 
Security  Administration,  1974). 
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particular  program  has  not  been  possible,  we  can  base  our  estimate  on  an  analysis 
of  general  workers'^ compensation  payments.    The  National  Council  on  Compensation 
Insurance  statistics  for  July  1974  concerning  workers'  compensation  in  45  States 
allow  an  analysis  of  indemnity  pajyments  to  the  injured  and  their  families. 
These  statistics  show  that  43  percent  of  all  payments  and  6  percent  of  all 
cases  are  either  "Permanent  Total"  or  "Major"  injuries;     Since  we  expect, that  ^ 
the  money  estimate  is  somewhat  high,  we  use  40  percent  and  6  percent  respectively 
as  our  weighting  factors  for  severe  disability.    We  will  use  these  percentage 
factors  for  other  similar  workers'  compensation  pr^ograms.     Note  the  proportion-, 
ally  heavier  cost  of  severe  disability,  in  that  6  percent  of  the  cases  receive 
about  40  percent  of  the  payments.  For  FECA  this  allocation  formula  results 
in  an-estimate  of  $82,579,000  in  payments  to  the  severely  disiabled. 

District  of  Columbia  Employees'  Workers'  Compensation  is  a  program  of 
income  maintenance  payments  to  employees  within  the  District  of  Columbia  who 
are  temporarily  or  permanently  unable  to  work  because  of  job-related  injuries 
or  Illnesses.     This  is  one  of  the  three  Federal  programs  of  workers'  compensation, 
and  we  will  use  6  percent  of  recipients  and  40  percent  ^df  pa3nnents  to  determine 
the  numbers  and  payments  to  the  severely  disabled.    We^have,  however,  been 
unable  to  obtain  further  data  for  this  program. 

Longshoremen's  and  Harbor  Workers'  Act  is  a  program  of  compensation  for 
disability  or  death  from  occupational  injury  or  disease  to  eligible  private 
longshoremen  and  harbor  workers,  both  within  the  United  States  and  overseas.  In 
this,  the  third  of  three  Federal  programs  of  workers'  compensation,  we  again  base 
our  weighting  scheme  for  the  severely  disabled  upon  the  National  Council  on 
Compensation  Insurance  data  mentioned  previously.     Thus,  6  percent  of  recipients 
are  severely  disabled,  and  about  40  percent  of  total  aid  benefits  those  people. 
Unfortunately,  we  have  been  unable  to  obtc^n  other  data  on  this  program. 
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Railroad  Retirement  is  a  program  of  unrestricted  direct  payments  to 
retired  railroad  workers,  after  both  extensive  service  and  through  disability. 
Retirement  under  disability  Is  allowed  after  at  least  10  years  of  service  if 
the  worker  is  unable  to  engage  in  any  regular  gainful  employment  begause  of  per- 
manent and  total  disability,  and  after  20  years  of  service  if  the  worker  is 
unable  to  engage  in  his  regular  railroad  occupation.     An  analysis  of  data 
reported  in  the  Social  Security  Bulletin,  Annual  Statistical  Supplement,  1972 
shows  that  17  percent  of  all  these  retirement  payments  are  linked  to  disability. 
Although  we  use  this  as  our  estimate  of  the  severely  disabled  share,  we  again 
must  note  that  this  may  be  a  somewhat  generous  estimate.     Ideally,  we  would 
i^eed  to  remove  those  "disabled  retired"  who,  while  "unable  to  engage  in  their 
regular  railroad  occupation,"  are  able  to  work  full  time  in  another  position. 
For  1973,  Railroad  Retirement  payments  -^for  severe  disability  are  estimated 

4 

to  .be  $417,654,000.  '  •  ^ 

The  Food  Stamp  Program  seeks  to.  improve  the  diets  of  low  income  households 

by  supplementing  their  purchasing  power  toward  food.     In  an  attempt  to  measure 

the  relationship  between  receiving  food  stamps  and  being  severely  disable4^ 

we  began  with  Saad  Nagl's  estimate  that  2l  percentT  of  workers  "unable  to  work" 

♦ 

13  *  - 

(therefore  severely  disabled  by  general  standards)  receive  food  stamps.  This 

21  percient  means  approximately  1,500,000  families,'  or  4,500,000  recipients,  since 

14 

the  mean  family  size  for  a  severely  disabled  head  of  household  is  three  persons. 
Uslng.4,500,000  re(^plents,  we  can  postulate  that  36  percent  of  food  stamp"  recip- 
ients are  granted  entitlement  indirectly  because  of  the  severe  disability  of  a 


family  member.     We  therefore  weight  our  1973  data  by  this  percentage,  implicitly 

/ 

assuming  that  the  average  payment  ^er  recipient  does  not  vary  significantly 


13.  Nagi,  "R  &  D  in  Disability  Policies." 

14.  Allan  and  Cinsicy,  "General  Characteristics,"  p.  29. 
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between  severely  disabled  families  and  nonseverely  disabled  families.  Con- 
trary data  have  not  been  found,  although  one  might  surmise  that  payments  to 
severely  llisabled  families  would  be  higher  than  the  mean  payment,  since 
families  with  the  lowest  income  levels  receive  the  highest  levels  of  assist-  • 
ance.     Our  estimate  of  $798,120,000  may  therefore  be  a  lower  boundary, 
NONFEDERAL  TRANSFER  PROGRAMS 

In  the  remainder  of  this  section  we  will  provide  additional  information  ' 
on  State  and  local  transfer  programs, as  well  as  some  private  transfer  payments. 
Although  these  programs  are  not  under  the  Secretary  of  Health,  Education,  and 
Welfare,  they  should  not  be  ignored  when  considering  plans  to  meet  the  objectives 
set  forth  by  Congress.     Since  these  programs  also  bear  on  societal  treatment 
of  the  severely  disabled,  they  must <be  incorporated  in  the  formulation  of  future 
policy,  ^     ^  '  . 

The  public  programs  include  Workers'  Compensation,  General  Assistance, 
^and  transfers  under  State  and  Local . Employees'  Retirement,   ^The  private  trans- 
fer  payments  include  various  insui;:ance  (whole  life,  Federal  life,  private  health) 
and  bodily  injury  payments.     The  total  State-lo^al  transfer  payments  to  the 
severely  disabled  are  estimated  to  be  $1.4  billion  in  1973  and  the  private 
transfers  for  that  group  are  estimated  to  be  •$3.3  billion  in  1973. 

1,     State-Local  Payments 

All  States  and  Puerto  Rico  mandate  Workers'  Compensation  programs  to  pro- 
vide income  replacement  payments  for  workers 'who  are  unable  to  work  or  have 


15,     These  are  programs  which  are  purely  Slate- local  and  do  not  involve 
Federal  funds.     To  get  total  State-local  expenditures  benefitting  the  severe-r 
ly  disabled,  one  would  have  to  add  to  the  purely  State-local  program  expendi- 
tures the  totals  obtained  by  applying  the  percentages  of  aid  allocated  for 
the  severely  disabled  to  each  of ^he  State-local ^matching  amounts  presented 
under  the  Federal  program  listings. 
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suffered  scheduled  losses  because  of  occupational  injuries  or  illnesses*  Payment 
are  granted  under  temporary  total  disability,  permanent  total ^disability,  and 
permanent  partial  disability.    An  analysis  of  data  reported  by  the  National 
Council  on  Compensation  Insurance -for  July  1974  indicates  that  6  percent  of 
all  Recipient  cases  and  "43  percent  'bf  all  indemnity  payments  occur  under  "perman- 
ent total"  or  "major  permanent  partial"^  categories  of  injury.    We  therefore 
conservatively  estimate  the  most  severely  disabled  beneficiaries  as  6  percent 

of  all  recipients,  and  allocate  40  percent  of  all  transfer  payments  to  them* 

\ 

We  calculate  these  State  programmatic  payments  to  the  severely  disabled  for 
1973  as  $970,400,000.  ,  *  ' 

All  States  and  many  localities  make  payments  under  General  Assistance 
to  some  needy  people  who  are  not  eligible  for  assistance  under  Federally  aided 
programs.     Additionally,  in  some  States  payments  are  allowed  to  those  whose 
needs  are  not  sufficiently  met  by  other  Federal-State  progjrams.    Because  of 
the  wide  degree  of  discretion  practiced  by  the  various  States  as  to  who  receives 
paymenl^  under  general  assistance,  it  is  difficult  to  assess  what  share  of 
the  program  benefits  the  severely  disabled.     The  problems  are  compounded  by 
the  difficulty  in  getting  consistent  data.    As  a  conservative  estimate,  we 
have  used  the  same  weighting  scheme  used  for  another  public  assistance  program, 
AFDC,  Thus,  we  calculate  that  15  percent  of  general  assistance  payments,  or^ 
$111,150,000,  benefitted  the  severely  disabled  in  1973. 

State  and  Local  Employees^  Retirement  is  an  estimate  of  payments  to  State 
and  local  government  retired  employees.    Retirements  are  allowed  under  both 
tr.adltional  length-of-service  programs  and  »early  retirement  programs,  for  disa- 
bility.   Statisticad  data  are  reported  separately  on  "retirement  under  disa- 

*  It 

bility,"  thus  allowing  our  calculation  of  the  percentage  of  severely  dffeabled 
expenditures.    We  must  Implicitly  assume  I'rzt  nersons  retired  "under  disability" 

<^  6  4' 8 
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are  generally  "unable  to  engage  in  any  substantial  employment,"  and  therefore 

are  severely  disabled  in  the  usual  sense.     If  significant  numbers  are  allowed 

to  retire  only  when  "unable  to  perform  their  former  occupation/*  our  estimate 

of  the  severely  disabled  share  will  be  overgenerous.    .Keeping  this  caveat  in 
i 

mind,  we  calculate  that  8  percent  of  all  retirements  under  State  and  local 
government  retirement  plans  are  benefitting  the  severely  disabled,     in  1972 
this  8  percent  represented  $310,000,000. 
2.    Private  Payments 

Whole  Life  Insurance  Disability  Payments  are  income  maintenance  payments 
to  people  who  are  disabled  while  covered  by  disability  riders  under  whole  life 
insurance  policies.     We  assume  that  such  policies  generally  require  the  bene- 
ficiary to  be  "unable  to  engage  in  any  substantial  employment,"  and  thus  totally 
disabled  by  the.  usual  def initior^..    We  therefore  take  100  percent  of  these  pay- 
ments as  benefitting  the  severely  disabled;  in  1973  this  amounted  to  $316,600,000. 

Federal  Life  Insurance  Disability  Payments  are  transfer  payments  to  people 
who  are  disabled  while  covered  by  disability  riders  under  Federal  life  insur- 
ance plans,  which  include  U.S.  Government  Life,  National  Service  Life,  Veterans' 
Special  Life,  and  Service-Disabled  Veterans'  Life.     Again  we  assume  that  100 
percent  of  the  recipients  of  those  benefits  are  severely  disabled  in  the  usual 
labor  force  sense.     These  plans  benefitted  the. severely  disabled  by -$4i, 747, 000 
in  1973. 

Private^pealth  Insurance  Disability  Payments  are  transfer  payments  to 
people  who  are  disabled  while  covered  by  disability  riders  under  private  health 
insurance  policies.     Qnce  again  we  assume  that  100  percent  of  the  beneficiaries 
i^der  these  kinds  of  plans  are  severely  disabled.     Using  this  weighting  of 
100  percent,  we  calculate  that  the  severely  dlsab^Led  benefitted  by  $2,127,741,000 
through  these  plans  in  1973. 
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^     Accidental  Death  and  Disability  Payments  are  Income  transfer  payments 
to  people  who  are  disabled  while  covered  under  accldentlal  death  and  disability 
policies*    Assuming  that  100  percent  o£  these  recipients  are  severely  disabled^ 
"we  calculate  that  this . program  contributed  $270,725,000  to  the  benefit  of  the 
severely  disabled  In  1973. 

Automobile  Bodily  Injury  Payments  are  Insurance  payments  made  after-  litiga- 
tion to  Injured  and  disabled  persons  as  compensation  for  medical  costs,  pain, 

and  suffering  caused  through  automotive  accidents.     In  estimating  the  most 

16 

severely  disabled  share,  we  consider  published  data      which  note  that  9.7  percent 
of  vehicle  liability  Insurance  payments  are  for  "fatal"  or  "permanent  and  total 
disability"  accidents*     We  therefore  use  10  percent  as  our  estimate  of  the 
share  of  "automobile"  liability  returns  to  the  severely  disabled,  who  benefitted 
by  $406,499,000  In  1972  under  this  program. 

Medical  Malpractice  and  Miscellaneous  Bodily  Injury  Payments  are  Insurance 
payments  made  after  litigation  to  Injured  and  disabled  persons  as  compensation 
for  medical  costs,  pain,  and  suffering  caused  through  medical  malpractice  ahd 
accidents  other  than  automotive* 

Separate  eQjfiipates  on  levels  of  severity  comparable  to  the  Department 
of  Transportation  study  previously  cited  are  unavailable.    We  therefore  use 
10  percent  again  aa  our  weighting  factor  In  lieu  of  better  Information.  This 
program  benefitted  the  severely  disabled  by  $86,502,000  In  1972. 


16,     "Automobile  Personal  Injury  Claims,"  Vol,  1  of  Automobile  Insurance 
and  Compensation  Study  (U.S.  Department  of  Transportation,  1970). 
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MEDICAL  AND  HEALTH  CABE  PROGRAMS* 

Introduction 

The  medical  and  health  care  needs  of  the  most  severely  handicapped  typically 
begin  with  medical  treatment  and  intensive  rehabilitation,  if  available,  until 
the  patient's  condition  is  considered  "stabilized"  by  the  physician  or  the 
patient,  or  until  further  intensive  services  become  financially  infeasible. 
Thereafter,  routine  preventive  care,  nutrition,  hygiene,  and  minor  medical  treat- 
ment needs  are  similar  to  those  of  the  well  population. 

Two  conditions  differ,  however,  in  the  fulfillment  of  medical  needs  for 
the  most  severely  handicapped.     First,  they  encounter  unusual  difficulties 
in  meeting  their  needs  as  a  result  of  their  physical  condition,  their  lack 
of  financial  resources,  and  societal  attitudes  toward  the  severely  handicapped. 
Second,  omission  of  care  can  be  serious  or  fatal  for  the  severely  handicapped. 

In  addition,  after  initial  medical  stabilization  special  medical  and  health 
care  needs  also  arise  from  the  specific  disabling  conditions  of  the  most  severely 
handicapped,  and  from  their  activity  or  mobility  limitations.    The  resulting 
needs  for  somewhat  greater  expediency,  frequency,  and  reliability  of  medical 
and  health  care  are  traditionally  met  by  family  or  long-term  institutional 
care,  but  independent  living  is  achieved  by  a  growing  minority  and  is  viewed 
by  many  uxq  a  worthwhile  goal.  - 
Service  Strategies 

In  looking  at  present  medical  needs  of  the  severely  handicapped,  one  must 
address  the  two  components  of  these  needs:     restoration  of  the  person  to  his/her 
highest  level  of  functioning,  and  ongoing  maintenance  of  general  health.  Restora- 
tion includes  two  phases.    The  first  is  acute  care,  an  intense,  inpatient  medical 


*  Florence  Stroud  prepared  some  of  the  background  material  used  in  this 
section. 
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regimen  Involving  an  array  of  medical,  nursing,  therapy,  and  support  services. 
After  discharge,  a  secondary  phase  begins  which  Involves  a 'period  of  outpatient 
visits  and  home  care  needed  ;t6  continue  the  rehabilitation  process.    This  second- 
ary phase  should  enable  the  disabled  person  to  achieve  optlmxim  functional  capabll- 
%ty  and  prevent  physical  deterioration. 

Maintenance  of  health  In  general  for  those  ^ho  are  severely  disabled  Involves 
attention  to  both  acute  conditions  which  require  hospitalization,  as  well  as 
to  minor  medical  problems.     Ongoing  health  problems  may  be  related  to  the  person's 
disability,  or  they  may  be  common  to  all  Individuals,  such  as  Infections,  malfunc- 
tion nf  rertaln  Internal  processes,  and  dental  problems. 

Both  restoration  and  routine  maintenance  of  health  ar^  carried  on  In  ^ 
variety  of  settings.    The  conceptual  model  of  the  health  care  delivery  system 
that  Is  most  convenient  for  the  purposes  of  this  report  Is  one  consisting  of 
four  levels  Including  tertiary  care,  secondary  care,  primary  care,  and  home 
care  (which  includes  self-care).  ^ 

Tertiary;    Tertiary  medical  centers  are  regional  facilities  housing  highly 
specialized  personnel,  such  as  Spinal  Cord  Injury  Centers.    Although  everyone, 
including  the  severely  disabled,  may  need  t-he  services  of  regional  medical 
centers  sometime  in  life  for  a  severe  illness,  the  disabled  most  often  benefit 
from  care  in  this  setting  at  the  onset  of  their  disability  or  at  a  critical 
point  in  the  deterioration  of  their  condition.    Medical  rehabilitation  center's 
provide  an  intense  level  of  treatment  either  on  a  one-time  basis  or  again  on 
readmisslon  for  additional  care  and  training.     In  addition  to  medical  care 
and  nursing,  a  variety  of  social  services  and  therapies  are  provided  for  the 
purpose  of  evaluation  and  retraining,  and  to  prepare  patients  for  more  independ- 
ent status  upon  discharge. 
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Hospitalization  in  this  kind  of  facility  is  extremely  costly.    Most  severely 
handicapped  persons  will  only  need  this  level  of  care  once. 

Secondary  Care:     This  level  of  care  includes  hospitalization  in  general 
hospitals,  community  psychiatric  hospitals,  long-term  care  facilities,  and 
skilled  nursing  and  intermediate  care  facilities.     Treatment  in  these  facilities 
includes  the  following: 

(1)  extensive  diagnostic  examination  * 

(2)  corrective  surgery 

(3)  treatment  of  serious  illnesses  and  disabling  conditions 
(A)  moderate  to  severe  emergencies 

(5)  long-term  nursing  and  maintenance  care 

The  handicapped,  like  the  population  as  a  whole,  use  these  facilities 
routinely  for  the  maintenance  of  health  care.     The  disabled  also  require  access 
to  rehabilitation  departments  of  general  hospitals  for  ongoing  therapy  for 
their  disabling  condition.     Although  not  equipped  for  a  full  range  of  services 
like  rehabilitation  centers,  these  units  are  adequate  for  followup,  short-term 
inpatient  stays  to  help  prevent  deterioration  or  to  augment  regionally  provided 
services. 

Long-term  car«  faQlittles  ussd  by  some  se>)erely  handicapped  who  neeS  24-hour 
care  and  Supervision  could,  if  properly  staffed  and  equippedf  provide  necessary 
shorter-term  therapies  for  the  disabled  in  S  1«0«  «xpcnsive  environment  than 
a  hospital.     However,  in  most  cases,  these  kinds  of  facilities  do  not  provide 
more  than  the  most  rudimentary  kinds  of  rehabilitative  care. 

Primary  Care;     Primary  care  is  typified  by  routine  office  visits  to  a 
physician  or  dentist  and  can  be  provided  in  a  variety  of  settings  such  as  a 
physician's  or  dentist's  office,  an  outpatient  clinic,  a  health  maintenance 
organization,  a  group  practice,  or  a  dentist's  office. 
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Primary  care  Is  needed  by  the  disabled  both  In  maintaining  or  augmenting 
a  rehabilitation  program  and  for  routine  health  care.   rSome  conditions  will 
necessitate  more  frequent  physician  visits  than  others.    Age  will  also  be  a 
factor  In  determining  the  need  for  primary  care.    For  Instance,  heart  co^l- 
tlons  tend  to  become  more  severe  with  age  and^are  less  amenable  to  medical 
control. The  increasing  severity  of  disease  may  require  additional  equipment 
and  drug  costs. 

Home  Care  (including  Self -Care):     Home  care  visits  nurses,  home  health         .  • 

V 

\ 

aides,  physical  therapists,  attendants  must  also  be  available  to  the  severely 
handicapped  as  needed.     This  type  of  care  is  especially  critical  to  these  individ- 
uals in  order  that  they  may  maintain  a  degree  of  independence  outside  an  institu- 
tional setting.     Self-care  generally  includes  acquiring  the  requisite  information 
and  performance  skills  to  assume  responsibility  for  daily  personal  services,  such 
as  meal  planning  around  sound  dietary  principles,  skin  care,  safety  precautions, 
and  oral  hygiene. 

ExistinR  Service  Patterns  —  Barriers  to  Utilization  by  the  Handicapped 

Geography:     Medical  care  for  the  severely  handicapped  is  not  always  accessible. 
First;,  geography  plays  an  important  role  in  impeding  delivery  of  care.  Maldistri- 
bution of  facilities  and  medical  manpower  means  that  persons  residing  in  some 
locations  cannot  receive  certain  services!^   Jable  25-1  shows,  for  1968,  how  medical 
X  rehabilitation  facilities  are  ^stributed*  with  some  states  showing  only  0.001 
facilities  per  100,000  population  (Idaho)  compared  to  0.66  facilities  per  100,000 
population  (New  Hampshire). 

Hospitals  and  medical  centers  that  provide  rehabilitation  services  are 
also  unevenly  distributed,  with  some  urban  areas  having  an  excess  of  inpatient 


17.     Coronary  Heart  Disease  in  Adults  in  the  U.S.  19.60-1962,  NCHS  Series  11, 
No.  10. 
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Table  25-1 

Distribution  of  Rehabilitation  Facilities^  Among  the  States,  1968 


viumoeL  peL 

Number  of 

100.000  \ 

^wwy  www  1 

Number  of 

inn  nnn 

.State 

Facilities 

*  PoDulatlon 

1  State        .  Facilities 

JTOpUXciL  XOU  \ 

Alabama 

5 

.015 

1  Montana 

(3) 

\  J/ 

Alaska 

(3) 

(3) 

1  Nebraska 

3 

02 

Arizona 

7 

.04 

•  wt 

1  Nevada  ^ 

1 

Arkansas 

3 

•  016 

1  New  Hampshire 

4 

California 

.21 

1  New  Jersey 

17 

Cln  1  nrflHn 

097 

1  New  Mexico 

4  . 

12 

.04 

•  wt 

1  New  York 

61 

•3  1 A 

Delaware 

4 

.  007 

1  North  Carolina 

4 

•  uuo 

A 

00  s 

1  North  Dakota 

1 

Florida 

8 

.  01  2 

1  Ohio 

31 

901 

.  z^x 

Georgia 

9 

.  02 

1  Oklahoma 

3 

m  9 

Hawaii 

4 

oos 

1  Oregon 

(3) 

Idaho 

1 

001 

^  Pennsylvania 

35  . 

907 

Illinois 

30 

.  27 

1  Rhode  Island 

3 

Indiana 

9 

.017 

1  South  Carolina 

(3) 

(3) 

Iowa 

5 

ni 
•  uxo 

1  South  Dakota 

2 

.  UU  J 

Kansas 

3 

.013 

1  Tennessee 

4 

•  oa 

Kentucky 

3 

.009 

> 

1  Texas 

18 

.16 

Louisiana 

10 

.027 

1  Utah 

1 

.  009 

.  w  w  7 

Maine 

2 

.002 

1  Vermont 

1 

.002 

Maryland 

9 

.023 

1  Virginia 

7 

.015 

Massachusetts  19 

.033 

J  Washin'gton 

5 

.015 

Michigan 

13 

.015 

I  West  Virginia 

3 

.017 

Minnesota 

25 

.068 

1  Wisconsin 

22 

.05  ) 

Mississippi 

(3) 

(3) 

1  Wyoming 

2 

.006 

Missouri 

14 

.03 

1.  Does  not 

Include  unlCs 

In  general  hospitals. 

2.  1970  population  figures. 

3.  No  data. 


Sources:  1968  Directorjr  of  Rehabilitation  Facilities;  Statistical 
Abstract  of  U.S..  1971.  ' 
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beds  whereas  otheir  areas  have  a  real  need  for  more  bed&« 

The  geographic  maldistribution  of  medical  personnel  and  facilities  in 
/  r 

the  U«Se  has  been  widely  recognized*    Shortages  of  even  the  most  basic  services, 
and  particularly  specialized  rehabilitation  services,  exist  in  smaller  cities, 
the  South^  ^nd  rural  areas*    Ad  we  have  pointed  out,  a  latge  number  of  the 
severely  handicapped  reside  in  such  places*  ,^ 

Geographic  constraints  to  medical  care  for  the  severely  handicapped  include 
the  physical  barriers  in  transportation,  and  architectural  barriers,  discussed 
in  other  parts  of  this  report*  ^ 

Institutional  Barriers;     The  institutions  which  treat  the  medical  needs 
of  the  severely'  handicapped  pose  operational  barriers  for  adequate  service 
to  those  individuals,  such  as  lack  of  personnel  trained  in  dealing  with  their 
unique  medical  problems*  It  is  extremely  important  that  certain  physical  and 
mental  crises  experienced  by  the  severely  disabled  be  handled  with  expert  tech- 
nical management*     However,  preventing  deterioration  of  the  disabling  condi- 
tion can  many  times  be  carried  out  by  knowledgeable  nursing  care*    Most  training 
of  medical  personnel  gives  only  cursory  attention  to  rehabilitation  medicine* 

Regulations  and  traditional  methods  of  handling  patients  sometimes  impede 
optimum  treatment  and  full  rehabilitation  of  the  disabled  individual*  Long- 
standing institutional  rules  tend  to  be  inflexible  toward-  the  special  needs  of 
individuals  with  less  common  problems* 

Coot  Barriers;     The  high  cost  of  medical'  care  is  felt  by  most  Americans 
today,  but  for  a  person  severely  disabled  it  can  especially  limit  access  to 
such  care*     The  severely  handicapped,  by  and  large,  will  qualify  for  either 
Medicare  or  Medicaid  coverage  to  be  described  later*  , 

Medicare  under ^art  B  Supplementary  Medical  Insurance  (SMI)  requires  an 
annual  deductible,  after  which  the  beneficiary  is  covered  for  80  percent  of , the 
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allowed  charges*     Certain  prosthetic  devices  are  also  covered  under  this  section 

Those  enrolled  In  SMI  must  also  agree  to  pay  a  monthly  premium,  or  have  this  paid 

18  * 

by  a  state  welfare  agency.      Thes6  charges  often  represeynt  financial  barriers  to 

care,  particularly  In  those  States  that  do  not  pay  the  monthly  premium* 

For  those  who  qualify  by  reason  of  their  yearly  Income,  Medicaid  pays  many 

%  , 

medical  expenses,  but  States    restrictions  vary  as  to  who  Is  covered  and  what 
kinds  of  services  are  paid* 

( 

The  additional  "Catch-22"  of  Medicaid  coverage  Is  the  deterrent  to  find 
employment  of  any  consequence*  Because  the  costs  of  health  care  for  severely 
disabled  persons  are  so^  much  greater  than  the  average,  they  find  that  only 
the  most  highly  paying  Jobs  can  provide  enough  Income  to  allow  them  to  cover 
their  own  medical  costs*  Employment/ In  lower  paying  Jobs  disqualifies  them  for 
Medicaid  and  does  not  provide  sufficient  Income  to  cover  their  medical  costs* 

Attltudlnal  Barriers;    Many  of  the  people  who  deal  with  the  medical  needs 
of  the  most  severely  handicapped  manifest  Insensltlvlty  to  their  psychological 

and  emotional  needs*    At  the  physician  level,  difficulties  often  arise  over 

< 

^Ifferlng  perceptions  of  the  goals  of  care*    Disabled  persons  may  view  care 
as  helping  them  achieve  some  level  of  self-defined  Independent  functioning* 
The  physician  may  perceive  the  goals  to  be  stabilization  of  the  condition  by 
prevention  of  complications  and  treatment  of  minor  Illnesses*  Disagreement 
over  goals  can  ^^^^  t:o  the  disabled  person's  withdrawal  from  medical  care* 
Program  Options 

Long-term  strategies  for  the  Improvement  of  medical  and  health  care  are 
needed  In  order  to  resolve  such  Issues  as  the  geographic  distribution  of 


18.     Ralph  Treltel,  "Rehabilitation  of  the  Disabled,"  Social  Security 
Bulletin,  March  1971* 


ERLC 


657 


641 


services  and  the  appropriate  balance  of  invest^ient  in  self-care,  primary, 
secondary,  and  tertiary  care.    Medical  care  policy  should  be  developed  in  the 
context  of  a  coherent  approach  to  the  provision  of  other  services  such  as  hous- 
ing, income  support,  transportation,  and  geographic  mobility. 

Before  specific  courses  of  action  can  be  seriously  proposed,  further  infor- 
mation is  also  required  on  the  distribution  of  present  and  potential  unmet 

needs,  on  the  .surplus  capacity  in  the  existing  medical  and  health  service  deliv- 

/ 

ery  systems,  and  on  the  cost  and  effectiveness  of  alterna^ve  service  models, 
A  major  factor  in  any  long- term  strategy  should  be  greater  involvement  of  the 
handicapped  population  in  expressing  their  subjective  needs  and  preferences. 

In  the  short  term,  however,  some  incremental  care  improvements  c^  be 
made  without  further  study.     Independent  living  rehabilitation  is  an  option* 
not  all  the  handicapped  would  choose  to  exercise,  but  many  who  could  benefit 
do  not  even  consider  this  alternative.    A  nizmber  of  informational  and  operational 
barriers  could  be  reduced  at  s^all  cost  by  .ore^eff active  counseling  at  rehablll- 
tation  centers  and  medical  institutions. 

At  little  expense,  the  basic  training  of  health  care  professionals  could 
include  education  on  the  physical  and  emotional  -needs  of  the  severely  handi- 
capped, and  the  development  of  greater  sensitivity  to  the  patients'  goals  in 
seeking  care.     Such  training  also  could  be  provided  to  professionals  already 

in  practice.  ^ 

Transportation  and  architectural  design  improvements  discussed  in  other 
chapters  could  increase  accessibility  to  adequate  care.  ^ 

FEDERAL  MEDICAL  PAYMENT  PROGRAMS 

This  second  major  grouping  of  pro-ams  Includes  those  Federal  efforts 
to  provide  medical  payments  and  services  to  the  disabled.     In  this  category 
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we  Include  Medicare,  Medicaid,  VA  programs,  CHAMPUS,  Maternal  and  Child  Health 
Services,  Crippled  Children  Services,  St.  Elizabeth's  Hospital,  General  Hospital 
and  Medical  Care  (a  group  of  programs  described  below),  and  Medical  Vocational 
Rehabilitation. 

Federal  medical  payments  for  the  disabled  have  been  estimated  to  b^  $16.0 
billion  or  18. 9^^ percent  of  all  expenditures  on  the  disabled. "^^  Using  the  alio- 
J  cation  procedure  described  below,  we  find  that  $6.4  billion  or  40  percent  of  all 

Federal  medical  transfers  on  the  disabled  ar^  to  the  severely  disabled. 

HEW  Medical  Payment  Programs  ■      -  -  ^ 

Medicare  is  a  program  of  payments  to  cover  the  reasonable  cost  of  hospitali- 
zation and  medical  care  for  eligible  persons,  IncludlSag  nonroutlne  services 
of  doctors,  nurses,  /outpatient  clinics,  rehabilitation  facilities^  and  extended 
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care  facilities.     BJJiglble  perso^  include  all  those  over  65.     In  addition, 

begiuning  in  FY  1974,  Medicare  also  covers  disabled  persons  after  24  consecutive 

•  -\ 

mont^js  of  entitlement  to  Social  ^curi'ty  Disability  Insurance,  and  persons 
utj^^lng  hemodialysis  treatment  (after  an  initial  3-month  waiting  period); 

Although  this  is  a  large  progr^  both  in  terms  of  both  total*  expenditures 
and  recipients,  data  are  not  reported  in  terms  that  permit  accurate  calculation 
of  payment^  to  the  severely  disabled.    As  a  first  approximation,  we  have  consider- 
ed two  facts./   First,  we  have  mentioned  above  the  Saad  Nagi  estimate  that  17 
percent  of  all  people  above  65  years  old  can  be  Snsidered  severely  disabled. 
Second,  we  coum  reasonably  expect  the  severely  disabled  to  have  higher  medical 
bills  than  their  counterpJarts.     Combining  these  facts  allows  us  to  conservatively 
estimate  that  25  percent  of  Medicare  expenditures  benefit  the  severely  disabled.  , 


19.    Againj  f or,  thi'b  page  we  are  Including  just  Federal  funds,  not  Federal 
funds  plus  State  apd  iQcal  matchings.     See  footnote  15.. 
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Data  problems  hamper  us  from  better  estimation.  For '1973,  Medicare  payments 
tO'  the  severely  disabled  were  estimated  to  be  $2,259,750,000. 

Medicaid  is  ayprogramof  grants  to  states  to  provide  financial  assistance 
to  meet  the  medical  needs  of  (Certain  eligible  recipients.    All  Supplemental 
Security  Income  recipients  and  other  "medically  needy"   (at  each  State's  option) 
are  the  eligible  population.    Because  of  the  discretion  at  the  State  level 
as  to  t^hat"  services  are  allowed  and  what  the  "medical  needs^'  of  public  assist- 
ance  recipients  are,  it  is  dif f ici^t  to  analyze  this  program.     However,  'we 
^have  made  an  estimate  of  the  share  benefitting  the  severely  disabled,  using 
the  source  of  entitlement  to  benefits  as  our  basis.    Data  obtained  from  the 
Nationjal  Center  for  Social  Statistics  indicat'e  the  following  breakdown  of 
Medicaid  payments  by  eligibility:  ' 

Eligibility  Payments  Recipients 

(percent)v  (percent) 

OAA-type  ^  .38  22 

AB-type  »  '  11 

APTD-type        -  "^"^21  .9 

AFDC  recipients  "  35  63 

^    "Medically  indigent"  .    ^  f    5  -  5  . 

We  can  co;istruct  a  weighted  average  using  the  same  conserVative  estimates 
for  severely  disabled-  shares  as  used  before:    J7  percent  af  OAA-type,  100  peteent 
of  AB-type,  100  percent  of  APTD-type,  15  percent  of  AFDC,  and  50%  of  "medically 
indigent."    The  resulting  estimates  are  that  34  percent  of  total  payments  and 
24  percent  of  total  recipients  receive  Medicaid  assistance  bec^aase  of  severe 
disability.    This  procedure  yields  an  estimate  of  $2, 924, 000,000^ as  Medicaid 
^  expenditures  on  the  severely  disabled. 
^  ^    Maternal  and  Child  Health  Services  and  Project  Grants  are  formula  grants 
to  ""support  §,tate  agencies  in  the  provision  of  treatment  programs  designed  to 
reduce  the  incidence  of*  infant  mortality,        pr<^mote  maternal  health,  and  to 
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help  fund  specific  programs  designed  to  reduce  the  occurrence  of  mental  retarda- 
tion»    A  wide  range,,of  routine  health  services,  preventive  medicina,  and  seW- 
ices  for  disabled  children  are  encompassed  in  these  two  prograias.  Estimates 
of  the  portion  of  total  expenditures  that  are  attributable  to  "disability," 
e;g.,  assistance  for  congenital  handicaps  or  mental  retardation,'  ar^  available 
and  suggest  that  9  percent  is  an  accurate  figure.^^  We  have  taken  all^of  this 
9  percent  as  benefitting  the  "severely  disabled, "  although^^thi^  may  be  somewhat 
of  an  understatement  of  the  scope  of  these  programs.    The  magnitude  of  aid 
for  the  severely  disabled,  derived  using  the  9  percent  figure  is  $37,098,000 
for  1973.  ^ 

Crippled  Children  Services  is  a  program  of  formula  grants  to  provide  medi- 
cal and  related  state  services  to  crippled  children  and  children  with  crippling 
diseases;  priority  is  granted  to  areas  of  economic  distress.    Lacking  more 
specific  information  as  to  the  range  of  severity  in  the  disabled  children  treated, 

■  ] 

we  have  taken  100  percent  of  these  payments  as  attributable  to  severe  disability. 


Thus  the  full  $129,800^ob^  of  expenditures  is  Included. 

St.  Eli^abeth'^s  Hospital  provides  treatment  and  care  for  mentally  ill  per- 
sons who  are  either  beneficiaries  of  the  Federal  Government  or  residents  o^ 
the*District  of  Columbia.    We  have  allocated  100  percent  of  these  payments 
as  benefitting  the  severely  disabled.    We  hkae  this  estimate  upon  the  presence 
of  a  mental  limitation  necessitating  hospitalization,  therefore  preventing 
the  p.atiemt's  pursuing  his  or  her  normal  societal  role.     Thus  $37,721,000  is 
our  eaftlmate  of  the  payments  relating  to  severe  disability. 

General  Hospital  and  Medical  6are  represents  direct  Federal  Payments  for  / 

nonmilitary  medicalj  care  through  such  agencies  as  State  hospitals^  communicy  ) 

^      .  ^  '  .  .  ^  7  \ 

 >  V  ^    '  '  f'   .   '      .         *  ' 

20/    J.  Kakalik,  et  al..  Services  for  H"andica^^e4^Youth:  ^  A  Program 
Overview,  The  Rand  Corporation,  Report  R-i:20--HpW  XpHfeW,-  1973) .  7 
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hospitals,  and  Indian  health  facilities.     Information  concerning  this  program 
has  been  obtained  from  the  Office  of  Research  and  Statistics,  Social  Security 
Administration,      Because  x)f  the  aggregated  nature  of  these  totals,  it  is  diffi- 
cult to  calculate  a  clear*  percentage  related  to  severe  disability.     As  these 
payments  are  heavily  weighted  toward  long-term  hospitals,  such  as  community 
sanitariums  or  State  psychiatric  facilities,  we  have  estimated  that  70  percent 
of  payments  are  attfributable  to  severe  disabilities.     The  aggregation  of  numerous 
services  in  this  total  would  Imply  that  we  have  at  best  a  gross  estimate. 
The  magnitude  of  aid  to  the  severely  disabled,  $563,290,000,  should  thus  be 
considered  ±n  this  light. 

Medical  Vocdtional  Rehabilitation  is  a  program  of  medical,  surgical,  and 
hospital^  treatment  to  remove  or  reduce*  disability.     Based  upon  a  study  of  the 
disabilities  and  characteristics  of  vocational  rehabilitation  clients  of  the  ' 
Federal-State  vocational  rehabilitation  program,  we  estimate  that  41  percent 
of  these  payments  benefit  the  severely  disabled,  (For  a  complete  explanation, 
see  the  Vocational  Rehabilitation  section  below,)    The  share  of  the  severely 
disabled  under  Medical  Vocational  Rehabilitation  is  estimated  to  be  ^0,811,000, 

2,    Non-HEW  Medical  Payment  Progr^s 

The  Veterans  Administration  has  a  program  of  care  and  treatment  of  eli-     ^  ^ 
gible  veterans  in  Veterans  Administration  Hospitals,  other  approved  hospitals, 
and  extended  care  facilitied.     The  program  also  covers  nonroutine  outpatient 
services.     Eligible  in  therms  of  descending  priority  are  veterans  with  service- 
connected  disal>ilities  seeking  treatment,  whether  related  to  their  disal)ility 
or  not,  and  A^terans  y&th  nonservice-connected  disabilities  who  are^unable 
to  obtain  or  pay  for  needed  medical  services  at  private  facilities.  Our  estimate 


21,    Data  obtained  from 'Nancy  L,  Worthington  of  that  office,  November 

1974, 
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that  75  percent  of  these  payments  benefit  the  severely  disabled  Is  based  upon 

O  O  (7' 

a  weighting  scheme  developed  In  previous  research  at  Rutgers  University. 
For  this  scheme,  Federal  hospital  discharge  data  were  weighted  by  level  of 

i 

severity,  using  relevant  ICM  diagnostic  codes.    The  result  was  that  about 
75  percent  of  hospitalization  payments  were  for  chronic,  long-term  conditions, 
^plying  this  percentage  to  the  VA  medical  program,  we  estimate  that 
$1,915,425,000  was  spent  on  the  severely  disabled  In  1973.  , 

Civilian.  Health  and  Medical  Program  of  the  Uniformed  Services  (CHAMPUSy 
Is  a  program  of  payments  for  t"he  depend'ents  of  both  active  duty  and  retired 
military  personnel  for  hospital  services^ and  medical  care  related  to  Illness 
and  Injury.    Although  It  seems  apparent  that  these  payments  are  disability- 
related,  those  payments  related  to  "severe  disability"  are  not  separately 
obtainable.    The  services  covered  by  these  payments  are  roughly  parallel  with 
programs  like  Blue  Cross-Blue  Shield.    For  this  reason  our  estimate  of  the 
most  severely  disabled  beneficiaries  and  payments  Is  the  same  16  percent  for 
that  program.     (See  description  of  Blue  Cross-Blue  Shield  In  the  section  on 
private  programs.)  We  estimate  that  $64,360,000  of  CHAMPUS  funds  are  for  the 
severely  disabled.  ^ 

NON-FEDERAL  MEDICAL  PROGRAMS 

This  final  section  provides  additional  Information  on  State,  local,  and 
<F::pr^^^e^Tte^lcal  programs.    As  explained  In  the  section  on  non- Federal  transfer 
payments,  although  these  programs  are  not  under  the  Secretary  of  Health,  Educa- 
tion, and  Welfare,  but  it  would  be  arbitrary  to  exclude  them  from  this  discussion 
alt6gether. 


22.    Cost  Burden  of  Disability  and  Effects  of  Federal  Program  Expenditures 
(New  Brunswick,  N.J.:  Disability  and  Health  Economics  Research,  Bureau  of  Economic 
Etesearch,  Rutgers  University,  1974). 
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The  public  programs  Include  Workers'  Compensation^  General  Assistance, 
and  General  Hospital  and  Medical  Care,     The  private  medical  payments  include 
Blue  Cross-Blue  Shield  and  other  forms  of  medical  insurance  coverage.  The 
total  State  and  local  medical  payments  to  the  severely  disabled  are  estimated 
to  be  $3,5  billion  in  1973,     Private  medical  care  for  the  disabled  is  esti- 
mated to  be  $3.3  billion  in  the  same  year, 

1,     Stj^te  and  Local  Medical  Payments 

Under  Workers'  Compensation  all  States  and  Puerto  Rico  mandate  vendor 
payments  for  medical  services  for  workers  who  are  unable  to  work  or  have  suf- 
fered scheduled  losses  because  of  occupational  injuries  or  illnesses;  the  level 
of  such  support  varies  among  jurisdictions.     Data  from  the  Natiopal  Council 
on  Compeneation  Insurance  for  July  1974  indicate  that  30  percent  of  all  medical 
payments  are  received  by  that  1  percent  of  cases  classed  under  "Permanent  Total" 
or  "Major"  injuries  and  illnesses.     We  therefore  assign  30%  of  all  medical 
payments  to  the  benefit  of  the  severely  disabled.     The  fact  that  1  percent 
of  all  recipients  receives  nearly  a  thlr4.  of  all  medical  payments  reflects 
the  grossly  higher  costs  of  severe  disability  both  in  terms  of  the  longer  dura- 
tion of  care  per  incidence,  and  the  more  Intense  nature  of  services  provided 
per  incidence.     We  estimate  this  program  benefitted  the  severely  disabled  by 
$420,000,000  in  19  73, 

General  Assistance  programs  provide  Sl:ate  and  local  vendor  payments  for 
medical  services  to  the  needy  who  are  not  eligible  for  medical  services  under 
other  Federal-State  assistance  programs.     Because  of  State-by-State  differences 
\m  the  programs,  little  information  is  available  as  to  how  these  vendor  payments 
are  stratified  among  various  degrees  of  disability.  We  have .weighted  these 
expenditures  by  taking  the  same  percentage  used  for  the^ Federal-State  Medicaid 
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program^  34  percent.     On  this  basis,  we  estimate  that  $36,694,000  was  spent 

under  General  Assistance  in  19  73  for  medical  payments  to  the  severely  disabled* 

General  Hospital  and  Medical  Care  represents  that  portion  of  expenditures 

for  general  hospital  services  which  are  borne  by  State  and  local  governments, 

such  as  funds  to  state  and  community  hospitals.     Aggregation  of  data  again 

forces  us  to  use  a  loose  estimate  that  about  70  percent  of  these  funds  benefit 

the  severely  disabled.     As  under  the  Federal  General  Hospital  and  Medical  Care 

23 

program,  these  expenditures  are  mostly  to  long-term  care  facilities.      We  there- 
fore estimate  ,  tliat  $3,030,440,000  benefitted  the  severely  disabled  under  this 
program  in  1973, 

2,     Private  Medical  Payments 

Blue  Cross  and  Independent  Hospital  Insurance  Coverage  provides  payments 
for  hospital  care  necessitated  by  illness  or  injury  to  persons  covered  under 

r 

Blue  Cross  and  independent  group  hospital  insurance  plans.     It  is  estimated 

tl^at  47  percent  of  Blue  Cross  and  Blue  Shield  medical  payments  are  made  because 

of  long-term  conditions  or  illnesses,  sometimes  involving  several  short  hospi- 
24 

talizations.      Although  this  47  percent  represents  long-term  conditions,  it 

may  not  be  suitable  as  a  proxy  for  severity.     As  a  conservative  estimate  of 

the  share  of  payments  that  go  to  the  severely  disabled,  we  have  taken  16  percent 

or  ,34  of  the  4  7  percent  of  payments.     Our  weighting  by  ,3%  is  based  upon  the 
25 

general  estimate      that  34  percent  of  all  disabilities  in  the  18-64  age  group 

23,  Private  conversation  with  Nancy  L,  Worthington,  Office  of  Research 
and  Statistics,  SSA;  November  1974, 

24,  Cost  Burden  of  Disability, 

25,  Kathryn  Allan  and  MJJ-dred  Cinsky,  General  Characteristics  of  the 
Disabled  Population,  Report  m\  19,  Social  Security  Survey  of  the  Disabled: 
1966  (DHEW,  1972). 
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are  "sevei^e.''    An  estimate  of  16  percent  implies  that  $1, 231, SAO, 000  of  these 
payments  benefitted  the. severely  disabled  in  19  73. 

Blue  Shield  and  Independent  Medical  and  Surgical  Coverage  provides  payments 
for  professional  medical  and  surgical  services  necessitated  by  illness  or  injury 
to  persons  covered  under  Blue  Shield  and  independent  hospital  group  insurance 
plans.     Assuming  that  16  percent  of  theae  payments  benefit  the  severely  disabled 
(as  explained  before),  we  calculate  that  $621,AA0,000  was  paid  out  in  1973 
to  their  benefit  by  these  programs.  * 

Insurance  Plans  Hospital  Coverage  provides  payments  for  hospital  cara 
necessitated  by  illness  or  injury  to  persons  covered  under  individual  hospital 
insurance  policies.     If  we  use  our  previously  derived  estimate  of  16  percent, 
we  can  calculate  that  $862,720,000  of  payments  under  these  plans  benefitted 
the  severely  disabled  in  1973. 

Insurance  Plans  Medical  and  Surgical  Coverage  provides  payments  for  profes- 
sional medical  and  surgical  services  necessitated  by  illness  or  injury  to  persons 
covered  under  individual  medicalfand  Surgical  insurance  policies.     Again  using 
our  estimate  that  16  percent  of  such  payments  can  conservatively  be  allocated 
to  aiding ^he  severely  disabled,  we  estimate  that  $609,600,000  of  payments 
under  these  plans  benefitted  the  severely  disabled  in  1973.^ 

Accidental  Plans  Medical  and  Surgical  Coverage  provides  payments  for  pro- 
fessional medical  and  surgical  services  liecessitated  by  illiiess  or  injury  to 

n     ■  . 

persona  covered  under  accidental  death  and  disability  insurance  policies.  If 
.  we  use  our  standard  estimate  that  16  percent  of  these  payments  benefit  the 
severely  disabled,  we  conclude  that  these  plans  in  1972 'contributed  $4,52A,000 
to  the  medical  well-being  of  the  severely  disabled  population. 
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DIRECT  SERVICES 

A  wide  range  of  services  is  theoretically  available  to  the  disabled  through 
the  provisions  in  the  Social  Security  Act,  the  Vocational  Rahabilitatioti  Act,  and 
other  Federal  legislation,  and  as  a  result  of  the  efforts  of  many  State,  lo^., 
and  private  Initiatives.     The  objective  of  these  services  is  to  help  the  indi- 
vidual function  effectively  Jja  the  society.     Some  of  these  programs  include 
Crippled  Children's  Services;  public  health  programs;  certain  social  services 
under  the  Social  Security  Act;  Spj^iilal  Education;  and  programs  for  particular 
disability  groups,  e.g.,  the  blind  or  retarded  children.     In  addition,  the 
Employment  Service,  Public  Assistance  agencies,  and  the  Disability  Insurance 
programs  are  designed  by  law  to  provide  benefits  and  to  assist  State  Vocational 
Rehabilitation  agencies  in  providing  rehabilitation  services  for  disabled  indi- 
viduals. 

Social  services  are  generally  linked  to  the  receipt  of  income  under  a 
public  assistance  program,  and  include  various  activities  performed  for  the 
client  with  the  assistance  of  a  social  worker.    The  follow!^  definition,  used 
by  the  public  assistance  program,  is  applicable  to  all  programs  providing  serv- 
ices for  the  disabled.     Social  Services  are 

those  activities  of  social  work  staff  and  related  specialists 
which  are  directed  towards  helping  the  individual  client  in 
one  or  more  areas  of  functioning  (i.e«,  economic,  personal, 
J     family  and  social)  for  the  purpose  of  achieving,  to  the  ex- 
/       tent  possible,  the  objectives  of  stronger  family  life,  social 
)M         rehabilitation,  self-care,  and  economic  independence  for  each 
individual  family  or  adult. 

Because  the  categories  of  services  are  not  precisely  defined,  there  is  con- 
siderable confusion  in  determining  whether  a  tangible  service  has  in  fact 
been  provided  for  the  client.     Many  impaired  persons,  even  under  broad  definl- 

''V  6 

'%<■■ 

tlonal  interpretations,  are  nM>><?i6!Overed.     In  terms  of  social  service  expendi- 
tures, relatively  little  goes  into  programs  for  the  aged  and  disabled. 
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Disability  deprives  the  Individual  of  the  ability  to  compete  equally  with 
peers  who  are  nondlsabled»     It  Is  one  of  the  Important  causes  of  depen- 
dency because  It  not  only  prevents  the  Individual  from  working  and  receiving 
an  Income,  thus  contributing  to  the  productivity  and  purchasing  power  of  the 
community,  but  It  also  contributes  to  deterioration  In  basic  skills,  a  loss 
of  self-confidence,  resulting  In  despondency,  and  the  need  for  readjustments 
In  family  life.     Traumatic  amputation,  the  birth  of  a  retarded  child,  or  a 
stroke  all  create  severe  and  major  adjustment  problems.     Impairments  are  also 
often  accompanied  by  financial  catastrophe,  leaving  many  disabled  with  less  In- 
come for  other  than  basic  needs.     Thus,  the  service  components  address  a 
serious  range  of  problems.  ^ 

One  of  the  basic  needs  of  many  disabled  Is  to  ifemove  _dependency  through 
services  which  help  the  disabled  person  achieve  gainful  employment  or  self- 
support.     The  primary  program  which  delivers  these  servlcies  Is  Vocational 
Rehabilitation,  although  th6  WIN  program  also  can  provide  services  to  the 
Impaired.     Estimates  vary  from  study  to  study  of  the  number  of  disabled  who 
need,  want,  and  would  benefit  from  services  to  make  them  capable  of  working 
in  a  competitive  market  or  in  their  homes.    However,  it  is  certain  that  a  similar 
percentage  of  the  disabled  with  these  characteristic^  are  excluded  from  many 
programs  or  find  their  needs  not  satisfied. 

HEW  adminieters  a  large  variety  of  service  programs  Impacting  on  the 
impaired,  ranging  from  VR  and  social  services  to  nutritional  programs  for  the  ^ 
aged  and  eerviceo  for  the  developmentally  disabled.     Each  has  a  constituency 
of  worthy  peroonp,  but  each  fails  to  serve  a  significant  pottion  of  its  potential 
clientele.     Some,  such  as  Crippled  Children's  Services,  are  highly  medical 
and  Bhould  be  reexamined  iu  light  of  potential  health  insurance  plans.  Others 
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are  largely  oriented  to  custodial  care  (Developmental,  Disabilities  Act,  Medicaid, 
Social  Services),  and  still  others  are  limited  to  certain  classes  (e.g.,  VR — the 
employable  disabled,  and  WIN — the  AFDC ^ Employable  Disabled).  , 

In  terms  of  funds,  the  social  service,  VR,  and  educational  programs  carry 
the  largest  budgets  outside  of  income  maintenance,  and  we  will  mention  these. 
The  program  for  persons  with  developmental  disabilities  does  not  have  a  big 
budget,  but  has  an  organizational  arrangement  worth  talking  about.     Some  large 
special  studies  of  the  use  of  sheltered  workshops  and  of  the  needs  of  the  severely 
handicapped  are  in  process;  many  questions  raised  about  these  persons  will  be 
answered  soon. 

o 

FEDERAL  DIRECT  SERVICES     ^  . 

This  major  ca.tegory  of  programs  includes  those  which  are  maibly  federally 
supported  and  provide  various  nonmedical  services  to  the  disabled:  Vocational 
Rehabilitation,^  Sdcial  Services.,  Development  Disabilities,  certain  programs 

for  veterans  and  dependents,  additional  programs  for  alcohol  and  drug  abusers, 

f 

and  special  programs  for  the  deaf  and  blind.  \Federal  expenditures  for  the  disabled 
in  these  program^  amounted  to  $1.9  billion  or  2  percent  of  all  disability  expend- 
itures in  1973.     Using  estimates  derived  below,  we  find  that  $1.3  billion  or/ 
68  percent  of  Federal  direct  service  program  expenditures  on  the  disabled  are 
for  the  severely  disabled. 
1.     Social  Services 

Various  characteristics  of  social  services  have  made  it  difficult  to  arrive 
at  a  precise  definition  of  the  term.     Most  social  services  are  provided  under  • 
the  auspices  of  th^  bepartment  of  Health,  Education,  and  Welfare,  ^nd  can  be 
identified  in  terms  of  fields  and  types  of  service.     The  former  group  includes 
health  services  (general  health,  mental  health,  and  retardation);  welfare  services 
education  services;  and  vocational  rehabil^  ♦•^tiqn  servl^ces.  Within  each  field 
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of  service  are  particular  programs  which  administer  social  services  to  the 
disabled,  and  these  will  be  discussed  shortly. 

Although  other  agencies,  (e.g.,  the  Department  of  Housing 'and  Urban^  Develop- 
ment,  the  Library  of  Congress,  the  Department  of  Defense)  provide  some  services 
In  these  areas.  In  most  cases  the  programs  are  of  narrow  scope  In  terms  of 
dollar  expenditure,  amount  of  service  provl4ed,  and  the  number  of  disabled' 
persons  affected.     Also,   these  efforts  provide  the  sam^  service  whether  the 
Individual  Is  disabled  or  not. 

Social  services  are  designed  to  perform  the  following  functions:  (1) 
counsel,  guide,  and  Inform  Individuals  so  as  to  enable  them  to  use  other  private 
and  p^ubllc  programs;  (2)  refer  Individuals  to  other  resources  In  the  community; 
(3)  provide  Individuals  with  concrete  and  Identifiable  services  (such  as  day 
care,  homemaklng,  or  meals-on-wheels)  which  will  give  them  the  opportunity 
to  make  use  of  other  programs,     Theae  functions  are  performed  by  many  programs 
and  Include  the  following  types  of  social  services: 

1,  Prevention 

2,  Information  and  referral  (to  Identify  the  population  In  need  and 
match  Individual  needs  and  system  capabilities  as  each  changes) 

3,  Counseling  (perspnal  and  psychological  problems) 
A,    Medical  treatment 

5,  Education 

6,  Special  training  (e,g,,  speech  th^apy,  mobility  training) 

7,  Vocational  training  and  Job  placement 

8,  Sensory  aids  and  other  equipment  (prosthetics,  orthotics,  canes,  etc,) 

9,  Recreation  and  social  activity 

10,  Personal  care  (e,g,,  visits  by  health  workers) 

11,  Other  activities  performed  by  social  agencies  and  social  service  workers 
(homemaker  activities,  day  care,  adoptions,  legal  aid,  meal%~on-wheels) 


erIc 


i  ,• 

The  types  of  service  giveri  a  disabled  person  depend  generally  on  the  objec- 
tives of  the  agency  administering  the  program*'  Regardless  of  the  program's 
objective,  the  services  offered  vary  arid  overlap,  based  6'n  the  skill  of  the 
staff.     However,  not  all  agencies  provide  or  are  concerned  with  every  field 
of  service,  nor  do  they  use  the  same  method  of  providing  the  service.  Al^o, 
the  extent  to  which  the  services  are  provided  varies  among  pr|g|||^ams  and  handicaps 
The  two  programs  listed  below  are  all  under  the  Secretary  of  HEW. 

Social  Services  to  Public  Assistance  Recipients  is  a  program  of  general 
financial  aid  to  assist;  State  welfare  agencies  in  providing  welfare  recipients, 
or  potential  recipients,  with  comprehensive  services  designed  to  help  them 
attain  minimum  dependence  on  public  welfare.     These  services  are  provided  under 
Title  IVA  and  VI  of  the  Social  Security  Act..     Title  VI,  services  to  aged,  blind, 
and  disabled,  will  be  superseded  by  Title  XX  in  October  1975. 

The  aggregated  nature  of  thl,s  program  makes  a  definitive  estimate  of  the 

>f  26 
most  severely  disabled  percentage  difficult  to  obtain.     Congressional  data 

do  give  the  following  breakdown  of  categories  of  social  services  under  this 

program: 

Legal  Aid  to  the  Poor  5  Percent 

Social  Services  to  SSI  Recipients  20' Percent 

Social  Services  to  AFDC  Recipients  75  Percent 

We  assume  that  15  percent  of  "Legal  Aid  to  the  Poor"  benefits  the  severely 

disabled  (a  conservative  estimate  based  upon  our  lowest  estimate  of  the  share 

of  any  program  benefitting  the  severely  disabled) i  that  60  percent  of  'Social 

Services  to  SSI  Recipients"  goes  to  those  individuals  (our  estimate  of  the 

basic  SSI  program's  severely  disabled  assistance) ;  and  that  15  percent  of  "Social 


26.     Subcommittee  on  Ffscal  Policy  of  the  Joint  Economic  Committee,  Income 
Security  for  Americans;     Recommendations  of  the  Public  Welfare  Study  (1974) □ 
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Setvlces  to  AFDC  Recipients"  benefits  them  (our  estimate  of  the  basic  AFDC 
program's  severely  disabled  share)*      We  can  thus  calculate  a  weighted  average 
which  demonstrates  that  24  percent  of  social  service  expenditures  benefit  the 
severely  disabled  public  assistance  recipient*     This  amounted  to  $51A,386,000 
in  1973.      Note  that  this  approximates  the  estimate  of  the  Community  Services 
Administration  given  to  the  Office  of  Handicapped  Individuals  (OHI)  for  FY 
1975. 

Developmental  Disability  Grants  to  States,  Service  Projects,  and  Univer- 
sity Facilities  are  a  group  of  formula  grants  to  States,  agencies,  and  organi-^ 
zations  serving  persons  with  substantial  handicaps  resulting  from  a  neurological 
condition  originating  before  age  18.     The  emphasis  is  on  providing  improvement 

Un  community  institutional  services  for  the  developmentally  disabled.     It  is 

28 

estijnatxed  that  ^unds  are  spent  in  the  following  distribution: 

Cerebral  Palsy  7  Percent 

Epilepsy  37  Percent 

Mental  Retardation  56  Percent 

29 

We  must  weight  each  of  these  ceftegories  to  represent  severe  disability.  Phelps 

o 

estimated  that  cerebral  palsy  victims  can  be  classed  into  three  levels  of  sever- 
ity:    50  percent  are  ''se^fere,"  needing  custodial,  or  home  care  continually; 
63  percent  are  "moderate,*'  needing  some  care;  and  17  percent  are  "mild."  We 
therefore  take  50  percent  of  the  cerebral  palsy  'expenditures  as  benefitting 


2  7.     Again  we  have  implicitly  assumed  that  the  average  cost  of  providing 
social  services  to  the  severely  disabled  does  not  signif ica&tly  differ  from 
the  average  cost  of  providing  said  services  to  other  public  assistance  recipi- 
ents.    The  likely  direction  of  the  error  in  thl^  situation  is  uncertain. 

28.  David  Pinder,  "A  (Quantitative  Study  of  Developmental  Disability  Ser- 
vices in  Texas,"  unpublished  thesis.  University  of  Texas  at  Austin,  1973. 

29.  W.  Phelpo,  "Etiology  and  Diagnostic  Classification  of  Cerebral  Palsy," 
ProceedinRS  of  the  Cerebral  Palsy  Institute  (l^ew  York:  Association  for  the 

Aid  of  Crippled  Children,  1950). 
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*the  severely  disabled.    Similarljr,  the  Epilepsy  Found^ftion  of  America  estimates 

that  50  percent  of  epileptics  are  "medically  controllable,"  while.  50  percent 

f  '  - '  .  ^  -  ^ 

are  at  best  partially  controllable*      T^refpre,  we  take  50  percent  of ^ the 


epilepsy  expenditure^  as  benefitting^ the  severely  disabled*     Finally,  data 

from  the  "SSA  survey  indicate  that  78  percent  of  children  suffering  from  mental 

'   ^     I  30  ^  ' 

retardation  are  considered  severely  disabled*      Thus,  we  consider  78  percent 

of  the  expenditures  for  mental  retardation  as  benefitting  the  severely  disabled* 
Using  all  the  above  weightings,  we  calculate  that  66  percent  of  all  expendi- 

turBS  under* the  developmental  jdisabilities  programs  benefit  the  severely  disabled; 

in  1973  this  amounted  to  $22,007,000*  '  ' 

2*    Educational  Programs  .         .  ' 

Much  of  the^' content  of  rehabilitation  programs  for  the  disabled 'is  aimed 

§t  developing  the  physical  rather  than^,(or  in  addition  to)  the  mental  capacity 

of  the  individual*     If  the  goal  of  rehabilitatfion  is  to  provide  the  disabled 

1  .  ^  •  '  •  ' 

with  skills  and  the  emotional  or  psychological  strengjth  to  reach  their  highest 

levels  of  functioning,  there  is  also  a  need  to  emphasize' the  Importance  and 
advantages  of  technical  schools  atid  Ifistitutions  (jf  higher  education  for  those 
individuals  capabl^  qf  benefitting  from  them*    The  benefit  to  society  of  educat- 
ing the  disabled^  person  to  be  productive  and  independent  d|id  to  use  his  capabili-. 
ties  to  the  fullest  is  an  accepted  fact."   Thus,  to  provid'b  for  equity  and  equality 
of  education,  the  Federal  Government  sponsors  a  variety  of  e4ucational  programs  ' 
for  the  disabled:  vocational  edueation,  special  education,  and  to  some  extent 
compensatory  educatiotr  fot  the  (^sabled*    The  majority  of  these  programs^  are 

.V 


30*  *  Lawrence  D*  Haber,  Epidemiological  Factors  in  Disability:  I*  Major 
Disabling  Conditiona,  Report  No*  6,   Social  Security  Survey"  of  the  Disabled: 
1966  pHEW,  1969)*  '  ^ 
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supervised  by  the  B.ureau  of  .Education  of  the  Handicappe^,  which  provides  f  inaniljal 

*  assistance  to  educational  institutions  and  also  to  programs  providing  training 
for  special  education  personnel  Jand  research  and  demonstration  grants.     Table  2 

'       •    •        ^  J  '  -  '       ~      :      ^     '  '   ,    ■  ■ 

summarizes         major  F^eral  programs  for  education  of  th^  handicajiped.  ^ 

The  Office  of  Education  (OE)  supports  v<icational  education  through  the  Basic 
' GraSits  to  States  program  and  an  assistance  program  to  institutions  of  higher 

*  learning*     The  former  provides  fo'r  all  aspects  of  vocational  education  including 

^.        '    ^       •   >  - 

construction,  staffing,  and  research  and  development.     The  latter  program  includes 

i  .  '      ,  • 

counseling,  tutoring,  curriculum  developmernt,  and  plac^ent  for'  low-income 
and  disabled  students.     About  6'  million  persons  are  cited  as  having  received 
some  service  under  these  OJE  programs  in  FY  1970^. 

Special  Education  programs,  like  Compensatory  Education  programs,  were 
designed  to  serve  the  reguj.ar  school  Vopulation;'^  provisions  were  made  later  ' 
.   for  the  benefit  of  the  disabled.     (Thev  are  *  some  tijnes  tar(geted  to  a  specific 
group,  e.g.,  the  blind,  deaf,  or  mentally  retarded.)     Federal  programs  with  the 
characteristics  mentioWd'  above  include  T±i:le  III»  Vocational  Education,  and 
.Heads tart.     The  majo.r  b^den  of  providing  special  educatidin  falls  to  State 
and  local  governments,  which  also  determine  how  much  should  be  spent  on  the  pro- 
gram  and  the  quality  of  services  provided.     As  a  result,  the  amount  spent  on 
special  education  varies  across  states  and  ^  large  percentage  of  the  handi- j  ^ 
capped  needing  eduQatio^*s6rvices'  are  unserved. 

a.     HEW  Educational  Programs:  ^ 

'    J  . 

Education  for  the  Handicapped  Programs  are  those  providing  support  or  ji 

(  ,   -      "  . 

formula  grants  to  preschools,  schools.  State  depaf'tments  of  education,  and 
^  universities  for  assistance  to  handicapfped  children  through  special  educational^ 
programs,  technical  services- to  educators,,  evaluation  and  *consjjltation  services 


4> 
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/  *  Table  25-^ 

Summary  of  Federal  Programs  for  Educadon  of  the  Handicapped 


i^ped 


/  PY  igTT  lTuaget 

Program  ^  ($  million) 


Education  .  ^  .   r   245.966 

EHA-p  ,  .   .  *  :  ^  .   .   :  .37.500 

ESEA-Tltle  I  .../.       ......   .  . 

Local  Education  Agencies  28.000 

,       89-313^..  .  V  .  .  ^  56.381 

ESEA-Tltle  III^   1   .   .   .   .   .      ..  '20.100 

Headstart  ^  •   :    33.384 

Vocational  EducatfSn  Act  ...  1  .  ,38,384 

Higher  Education  Act  .  n.   .   .\  0.436 

«     Federal  Schools  for  Deaf  ^  .....   .--^       •  ^ 

Gallaudet  College^   fl  •   7.888^ 

'NTI  for  Deaf     ........  y   .'../]...;.   .  2.907 

Kendall  School  ,S>   •   .  /  .  T  .   .       .   .  1.212 

Model  Secondary  School     ;   .  T  .   .   . /*  ^.  ^  ;   .   .   .   ,  2.524 
Special  Target  Groups  t  ^ 

Deaf-Blind  Centers     .   .   .   i  7.500 

Early  Education  •   .   .   .  *,   7.500 

Learning  disabilities  (£HA-<5)   ,  /  •   .   .   .  2.25t 


Instructional  Support  •   ...  ^   57.906 

Teaching  Perkbtinrel  jI  - 

EHA-D  ^  t;  ......   .  35.1^5 

Education  Professions  Development  Act  .   .  *.   .   .   .   .  6.IOO 
■  Regional  Resource  Cenfers  (EHA-C)  3. 550 

Media  ' 

EHA-F  10,500 

American  Printing' House  for' the  Blind  1.580 

Library  of  Congress  ......   i   .»  ..^   1.031 


Research   10.994* 

Research  (EH^-E)  .   .  10.994 

r                '     '      ^\  ■  ' 

TOTAL                                            ^"l   314.866 


1 


Source:     Kakallk,  et  al.,  Service, for  Handicapped  Youth:    A  Program  Over- 
•  vleV,  The  Rand  ^Corporacfon,' ^onort  R--1220-HEW  (DttEW,  1973)  . 
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'  for  deaf-blind  children,  and  public  informatiorf  'service^.     We  take  100  percent 
^of  these  expenditures  as  benefitting  the  severely  disabled;  a.  total  of  $81,152^000 
-  waa  spent  in  1973  far  iJia  hpnf>fit  af  aevarely  disabled  youth  through  these  pro- 
grams^ 

JSducationally  Qeprived  Children  'is  a  j^rogram  of  financial  aid  to  States 
to  extend  and  Improve  their  comprehensive  educational  programs  for  the  benefit 
of  educationally  deprived  children  enrolled  in  .State-supported  or  oper^ated.  schools 
Many  factors  ente^  into  an  assessment  of  "educationally  deprived  children."  For-- 

tunately,  data  are  reported  separat^ely.  f or  assistance  to  physically  or  mentally 

'  31 
handicapped  children  mider 'j:his  program.        Of  ^  the  $1,809,000,000  spent  for 

educationally  deprived  children  in'  1973,  $90,450,000  or  5  pe.rcerit  was  spent 

on  the  handicapped.     We  assume  that  this  entire  "5  percent  was  to  the  benefit. 

^*    '  •         *         .  .     ^  '         .        \  ■  ■      .  ■ 

of  *the  severely  disabled.  ^      "  .  . 

/  Gallaudet  Colleg.e  is  an  educational  institution  providing  undergraduate 


higher  education  for  the  deaf,  adult  educati6p,  and  graduate  tr^^ining  In  the 
field  of  deafness.     The  school  alsp  operates  modpl  elementary  and  secondary 
schools  for  the  deaf  children  of  Washington,  D.C.  -  We  est,lmate  that*  100  petcent 
of  the  Federal  payc^ents  t^  this  schocl  can  be  considered  to  benefit  the  severely 
disabled  becauee  of  the  "special  ejjucatijjn"  nature  of  thi^  college.    We  therefore 


take  $13,429,000  as  the  share  for  the  severely  disabled  aid. 

^  .  v  ^ 

b.     Nan-HEW  Federal  Programs: 


American  Printing  House  for  the  Blind  is  a  nonprofit  institute  created 
to  supply  materials  and  e<{uipment  for  the  education  of  the  blind  and  >/lsually 
impaired.     Some-organizations  assess  different  degrees  of  severity  to  diffj^^nt 
blind  persons,  based  upon  tlfe  various  levels  of  functional  adaptation  they 


31.  '  U.S.  Office  of  Management  and  Budget,  Catalogue  of  Federal  Domestic 
Assistance  (1974).  * 

-  *  .      ,  ^ 


,    po88e88;|   Ideally  we  would  u8e  8ucfh  8tratlf Icatlon  to  develop  our  estimates  ^ 
of  th^  percentage  of-  severely  ddsabled  ben^lciajries  involved  in  thi6  program, 
but       have  been  unab^li^  to  find  or'cr^eate  an  applicable  system*    As  a^firfft 
approximation,  we^ have  taken  100  percent  as  the  most  severely  disabled  share. 
In  1973  this  prograta  added  $1,-697,000  to  the  total  exi>enditures  for  the  seVerely* 
UK   disabled.  ^^         ^  ,     .  •      •       ^  '  '  ^  ^ 

Books  for  the  Blind  and  Physically  Handicapped  is  a  program  of  library 

T 

serVices/to  blind  and  physically  handicapped  residents  of  the  United  State^y^ 
Including  braille  boo ks^ talking  bdoks,  and  talking  boolc  machinea.     Although  . 
"administered  through  regional  libriaries,  tjie  pB^gram  Is  coordinated  and  ,  directed 
•  by  the  Library  of  Congress.    We  also  take. 100  percent  of  exppnditures  under 

u     ■ ,  *  ' 

f  '  •  . 

this  program/or  $8,87A,000,  aa  related  to  the  severely  disabled. 

Si  * 

National  Technical  Institute  for  the  Deaf  is  a  residential  facility  for  ; 

postsecondary  technical  training  and  education  ,of  th6  deaf.    We  again  consider 

♦  .  .'  ' 

100  percent  of  these  expenditures  as  benefitting  the  severely  disabled  because 

of  ^the  "specif  education"  nature  of  this  program.    Thus,'  $7,223,000  was  spent 
•    by  the  Federal  Government  on  the  severely  disabled  through  this  program  J.n  ** 
1973.  *  V     •  - 

3#    AlcohQl  and  Drug'AJause  Programs 
»    .      The .following  four  programs  ar^  all  upder  the  Secretary  of  HEM.  \ 

The  National  Institute  o'f  Health  Drug  Abuse  Community  Servj-ce  Prp^rams  . 
are  for  support  to  community  centers  designed  4:q  r^ach,  treat,  and  rehabilitate 
narcotic  addicts, .drug  abusers,  and  drug  dependent  persons.    We  estimate,  based 

on  our  Standard  weighting  of  drug  addiction,  that  50  percent  of  these  payments 

*  »^ 

c?      ,  -  ■  ( 

benefit  the  ^severely  disabled.    Thus,  $54,137,000  was  spent  .for  the  most  severely 

dlsaljled  In  1973.         ^  .       ^    •  ' 
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Drug  Abuse  Formula  Gj^ants  provide  financial  support  to  assist  the  states  -i 
in  planning,  establishing.  Implementing,  and*  coordinating  prbjects  to  develop 
more  efficient  drug  ^buse  prevention  campaigns.  Utilizing  our  st^dar4  estimate 
that  50  {percent  of  all  ^'mental  afflictions*'  are  severe  disabilities  (this  as  , 
a  proxy  for  addiction),  we  calculate  that  50  percent  of  $8,250,000  can  be  allo- 
ctited  as  assistance 'to  the  severely  disabled  in  1973, 

'    National  Lnstltttt'e  of  Healt||g|||^^^hol  Abuse  Cjants  are  'provided  to  tielg  • 
States  plan,  estaMlcih,  maintain,  coordinate,  and  evaluate  effective  preven-  * 
tion,  treatment,  and  rehabilitation  projects  to  deal  with  alcohol  abuse.  Agaih 
we  use  ouf  standard  weighting  scheme  for  alcohol  or  drug  abuse,  and  ass^rjt  that 
50  percent  of  the  expenditures  under  thi^  program  bene:fit  the  sej^^^y  disabled. 
Thus,  $16,500,000  is  attributable  to  severe  disability  In  1973  thr^gh  alcohol 
abase  grants'.  ^ -^-^         ^  ^ 

National  Institute  of  Health,  Scientific  Communication  and  Public  Education 
is  a  program  to  insure  the  fullest  possible  dissemination  of  information  on 
a^tcohol,'  drug  abuse ^  and  mental  health  ^firot^gh'  fullrscale  programs,  and  educational 

w 

activities.     This  program  has  a  different  emphasis  than  the  prevlously^onsidered 
s. 

.NIH  alcohol  and  drug-  abuse  programs.     Where  those  programs  emphasteed  the^  tre^at- 

^'  ,  ' 

ment  aspect  of  drug  abuse,  'this  program  is  slanted  toward  the  communication 

of  Information  on  drug  abuse  to  the  scientific  community  and  the  general  public.  , 

However,  we  have  been  unable  to  determine  a  more^accurate  weighting  scheme 

than  the  50  percent  estimate  used  for  the  other  drug  or;  alcohol^abuse  programs. 

We  therefore  estimate  that  $4,622,000  of  this  program's  total  expenditures 

In  1973  benefitted  the  severely' disabl  ed.        *       •  . 

4.     Armed  Forces,  Prqgroms  ^  ,  ^ 

Veterans  Administration  VocQtional  Rfehabilltatlon  Service  is  a  program 

 '  ^P!  

of  crun0eling,  training,  and  lomxn  for  the  ^  urp'^se  of  restoring  employability 
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to  the  vetaran  with  a  service-connected  disability,        the  extent  consistent 
with  the  djegree  of  impairment.  Using  oar  standard  vocational- rehab ili-tation 
weighting  Scheme  noted  above,  Ve  estimated  that  41  percent  or  $29", 501, 000  of 
these  expenditures  in  1973  benefittj^d  the^severely  disBbJ.ed,  ,  ^ 

'    Veterans  Administration  Alcohol  and  Drug  Dependency  Program^ provides  medical, 
social,  and  vocational  rehabilitation  ^en>ice8  to  tlie  alcohol  or  d^ug-dependent 
veteran.  _   It  is  very  difficult  to  make  generaliz^ed  stat-ements  regarding  the 
'share  of  drug  or  aJrCohcK^rehabilitation  program  recipients  who  dre  severely  ,* 


disabled.     In  the  light  of \  conflicting' opinions,  we  have  used  5.0' percent  ~as 

■  .•  '    ^  ' 

our  factor,  basec^  on  the  standard  es'timate ' that  50'percent  of  all  **mental" 
disabilities  are  severe.     We  realize  that  this  is  a  very  uncertain  estimation      ,  . 
•  technique,  espiecially  given*  the  physical  asj^ct  of addiction.     Using  H  50  percenjt 
wcjighting,  we  ^timate  that  $23,289,000  wAs  spent  in  1973  for  thi  s^erely  . 
disabled,  ^  '  r  *      ' . 

Specially  Adapted  Housing  for  Disabled  Veterans  is  a  program  of  payments 
by  the  VA.  to  assist  totally^JLsabled  veteran^  to  Acquire  suitable  housing, 
fixt-ures,  and  facilities  necessitated  by  t^ie  "nature  of  theiV  .diainbil;ltie8. 

'  "'^  ■•  *  '  ^. 

,  The  emphasis  is  pn  allowing  «the  p)\^araplegic  to  develdp  as  much  serlf-suf  f  iciency 
•  •  ( 

as  poasit^le.    Given  the  brientation  af  this  program  to  asgiiating  "totally  dis- 

V-  • 

abled  veterans,"  we  assume  that  100%  of  total  payments  benefit 'the  severely 

;  .     '  .  /  ^ 

disabled.     In  1973  this  amounted  to  $12^891,000,     "  . 

"  Specially  Adapted  Autos  for  Disabled  Vetei^ans  is  a  .program  of  direct  pay- 
mehts  by  the  ^YA  to  severely  disabled  <ret^rans  to  assist  in  the  purchase  of  * 
suitahly  adat>tGd  automobiles^  or  to  p'ay  for  the  adaptation  of  a  standard  vehicle, 
consistent  with  the  veteran's  limitations.    Again,  we  take, 100  percent  of  these 
expenditures  as  aiding  the  severely  disabled.  ^  We  recognize,^6  i,n  various 
vocatton^al  rehab ilitatio/i  programs,  that  a  person  benefitting  from  tVia  program 


.,.    ,    .  -  :  •  ■       .J  . 

-  ■  .  '  f  ■ 

may  nb  longer  be* considered  severely  .disabled  after  being  helped..  However,  we 
nust  initially  consider  the  programmatic  constraints  and  take  100  pprcent  as 
\    our  "weighting  factor.    We  thus  cbnclude  that  $e',809j000  benefitted  Jthe  severely 
disabled  in  1973.  .  .  . 

civilian  Health  and  Medical  Program  of  thjfe  UnMbrmed  Services  -  Program 
for  the  Handicapped  provides  training'  and  vocational  tehabilitation  for  the 
handicapped  and  retarded  dependents  of  active  du^y  military  personnel.  For 
^  benefits  to  be  authorized  under  t^is  progr^am,  a  separate  prpgrkn  of  the 
CHAMPU5  administration,  Xhe  dependent's  d-iagnosis  must  rjapresent  "moderate 
or  severe  mental  retardation  or  a  Serious  physical  handicapping  condition." 
In  addition,  "minimal  brain  dysfunction  and  related  disordered  are  considered  /  ^ 
to  be  serious  physical  handicapping  conditions  to  engage  in  pursuiBS  along 
With  his  peers. ""^^  Given  these  progranipiatic  guidelines,  wd  tal^e  100  percent  as 
our  weighting  factor.    We  therefore  esnimate  that  ^O^loTOOO  Ws  spent  in 


1973  for  the  benefit  of  the  severely  hart41capped  ^nder  this  parjt  of  the  CHAMPUS 
program.  *  \ 

-  /  '  '  f'    •  ■  / 

•  United  Statfea  Soldiers'  and  Attmen's  tfpme' ia  a  largely  Self-supporting 
permanent  residence  for  the  assistance  and  c^te  of  elderly,  invalid,  or  dis- 
^'  .    abled  soldiers  of  the  Army  or ^ Air  Force  who  served  at  "least  2Q_yea»o  or  suf- 
\^   fered  ofervice-connected  disability  that  .renders'^  wage-earning  impossible.  If 
we  could  ascertain  tlie  distribution  of  residents  between  the  thr^e  categories, 
a  more  accurate  estimate  pf  the  percentage  of  'severely  disabled  residents 
could  be  made;  however,  data  limitations  prevent  this.    We  have  therefore 
takecr^OQ^jP^rcent  of  these  expenditures,  or  $12,226,000,  as  benefitting  the 
severely  disabled.  ^ 


32.    CHAMPUS  Fact  Sheet,  FS32-1/30  (Denver,  Cdlo. :  CHAMPUS,  1971). 
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^  .  SUMMARY 

L5i--the  programs  we  haye  Identified  aa  benefitting Tthe  disabled,  nearly  - 
all  also  prov^lde  some  benefits  to  the  severely  disabled.    The  exceptions  are 
programs  of  assistance  that  are  temporary  ox  shortrterm  In  nature,  auch  aa-^ 
^formal  alck  leave  plans  or  State  temporary  disability  Insurance      The  majority  ^ 
of  disability  programs  do  provide  help  to  the  severely  disabled  In  tenna  of 
t      Income  maintenance,  vocational  rehabilitation,  medical  care,  and  other  services. 

'  *     "        /    ■  -    ^      .     ^         /  ■  • 

We  shall  now  attempt  to  examine  how  both  Vocational  Rehabilitation  and 
other  Federal  programs  benefit  the  severely  disabled.    An  examination .of  the 
program  descriptions  above  Indicates  that,  besides  providing  scfme  vocational 
rehabilitation,  programs  assist  the  severely^  disabled  with  Income  transfer^^ 
various  medical  services  and  payiaents,  and  other  types  of  aervlce'^projects. 
By  aggregating  certain  categories -of  payments  we- can  better  determine  the  ^ 
relative  assistance  to  the  ^verely  disabled. 

"   '    .'  .' 

Table  25-3  J.a  a  summary  of  federally  supported  assistance  for  the  voca- 

\  .  I 

tlonol  rehabilitation  £>f.  the  se^roly  disabled.    The  four  program^  (basic  support, 
service  project  activities,  DI  r^lj)lents,  and  jneittcal-vocatlonal  rehab lllta- 
tlon)  administered  by  the  Department  of  Health,  Education,  and  Welfare  account 
for  $456  million,  w^lle  the  Veterans  Administration  program  provides  another 
$30  million.  ^  Those  five  major  vocational  rehabilitation  programs  provide  nearly 
half  a  billion  dolldrs  worth K>f  aetvlcoo  to- the  severely  disabled,  80  percent 
of  which  Is  from  Federal  fundo.  ^      y  ^ 

Thus^  given  our  program-based  attempt  to  Identify  the  severely  disabled, 
we  can  estimate  that  nearly  half  a  billion  dollars  Is  currently  spent  for  their 
vocatloi^  rehabilitation.    Asoumlng  th\it  the  SSA  1966  survey  estimate  (3.7 
m£lLlon  people  between  ages  18  and  64  unable  to  work)  has  not  drastically  changed 
In  the  Intervening  7  years,  ve  can  estimate  thot  the  average. per  capita  annual 
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expenditure  on  vocational  rehabilitation  in  1973  for  the  severely  disabled 


under  these  3  programs  yas  a  bit  over  $130. 


'^le  2^-3  . 


'iProgram  Expenditures  for  the  Severely  Disabled 
Vocationdl  Rehabilitation  Programs 
($  000) 


.  State  h  Local 

^  Federal  Funds  Matching  Total . 

•  Veterans'  Administration           ^*     29^501  /       -0-  '29,501 

Total                               \              403,723  -  82,252  A85,975- 


•  DHEW 


Vocatidnai  rehab ilitatioxi  is  only  one' of  the  services  through  which  Fed- 
eral programs  assiot«»the  severely  disabled.  Table  25-A  presents  a  summary  of 
all  o<her  program  -support  to  the  severely  disabled  under  "transfer  payments," 
"medical  payments,"  and  "other  direct  service  payments."   -A  total 'of  $2A.A 

billion  was  attributable  to  the  severely  disabled  under  these  federal  programs. 

«  * 

Just  over  $3  'billion  of  this  money  is  from  State- jj.otal 'matching  funds.    •  .  ^ 

For  budgetary  purposes  it  is  perhaps  more  useful  to  vl^w  only  Federal^ 

expcnditoreo  under"  these  other  'support  programs,  .rather  than  Federal  expenditures 

<^ 

pluo  state  and  local  government  matchings.    Table  23-5  presents  these  data  for 
analysis.  Fed^eral  payments  under  the  three  categories  totaled  $21.2  billJ.on.  If 
wo  Include  Federal  payments  under  vocational  rehabilitation  programs,  the  total 
becomes  $21.6  billion,    fee  therefore  conclude  that  $21.6  billion  of  Federal  funds 

,  '  V 

benefitted  the  severely  disabled  in  1973^  through  both  vocafcional  rehabilitation 


Table  25-4 


Program  Expenditures  for  the  Severely  Disabled: 
'Other  Felderal  Support  Programs 

.  ($  000)     .       '      ■.'  ' 


Other  Direct 

* 

Transfer  " 

Medical 

Service 

Payments 

Payments y  • 

Payments 

T9tal 

DH£W 

^  '9,259/816  • 

5,913,938 

927,736 

16,101,490 

Veterans 
AdtQinls. 

3/359,066 

1  ,'915,425  • 

•    '  69,^5 

5,344,44,6 

f 

Mioc. 

Federal  ^ 

Agencies 

2,728,081- 

102,081 

88,674,  . 

2^918^836 

Total 

15,3A6,963 

7,93-1,444  ' 

1,086,365 

■    24, 364, 772- 

i>  ■ 

1, '  Federal  expenditures  plus  mandatory.  State  and  local  government  patching! 


^  Table  25-5 

Federal  Expenditures  for  the  Severely  Disabled r 
'         Other  Federal  Suppbrt  Progrqms*^ 
($  000) 


Transfer 
Payments 

liedical 
Payments 

Other  Direct 
Service 
Payments^ 

Total 

DH£W 

7,798,115 

A,A03,169 

738,'561 

12,939*  845 
5,344,445  . 

Veterans 
Admin io. ' 

• 

3,359,066 

1,915,A<25 

69,955 

Misc.  ^  . 

Federal 

Agencies 

^     2,728,081  . 

102,081 

.  .82, '357 

2,912,519 

To  tal 

^    13,885,262  * 

6,A20,675 

890,873 

1       ^  ' 
21,196; 810 

2. 

9 

Federal  expenditures  only. 

* 

o 

■  % 

\ 

•          1  ^ 

683 


6cr7  ' 


and  other* programs.    This  amount  represents* 63  percent  of  all  Federal  topend- 
itures  fbj'the  disabled^  .        *  ^ 

Frogram^ actolnlstered  by  DHEW  provided  61  percent,  of^  these  payments,  ^^K^ 


programs  provided  another  25  percfent,  while  the  ranaining  14  ^percent  of  payments   >^  , 


were  under  the  jurisdiction  of  other.  Federal  ageticLes. 

Given  the,  survey  results  noted  earlier,  thfte  result  would  appear  to  indl- 
catW^that  expenditures  on  the  severely  disabled  are  somewhat -greater  than  their 
proportion  .of  the  total  nicnber  ofi  disabled  might  indicate.     If  6ne  believed 
that  the-  needs  of  tlje  severely  disabj.ed  were  significantly  g,rdater  than  thje 
non-severely  disabled,  'then  it  would  appear^  t fiat  on  an  aggregate  basis  4:he . 

curr^snt  program  prov^^des  a  relatively  adequate  level  of  s^ipport  foV  ttie  former 

•  .J  *  .1 

group.    Two  aspects  o£  this  conclusion  need  further  elaboration. 'Fir^t,  we    •  p 

* 

Ik  "  '      -  • 

hay^^noted  the  relative  mature  of  the  comparison.     It  may  wiill  be  that  the 

overall  supporjt  f(^r  .the. disabled'  and  severely  disabled,  given^heir  needs  and 

social  preferences,  is^  inadequate.    Second,  while  noting  the  -grass  level  of 

progr£nn  expex\dltures  related  to  the  severely  dl^d^abled,  we  are  unable,  without 

survey  data^  to  provide  the  necessary  infoi:mation  to' Judge  how  equitable  ^ 

the  distribution  of  support'^  is.  V 

We  can  get  spme  notlc^n  of  the  differential  tte^iOtf^nt  accorded  the  severely 

disabled  if/we  examine  the'  percentage  distribution  p't  payments  to  and  for  the 

disabled  under  four  different  typfe^  of  assiAtante:     transfer,  medical  care, 

direct  servrses  (excluding  vocational  rehabilitation),  and  vocatidnal  rehabili- 

tation.  ^  '  ^  '  , 


■r 


ERIC 


33.     In  other  work  we  , have  estimated^  that  $33.5  bill£oii  of  federal,  expen- 
ditures benefit  the  disabled;  however ^  this  becdmes  $34.4  billion  if  allowances 
are  made  for  Food  Stamp  assistance  to  the  disabled     See  An  Evaluation  of  the*^  / 
Structure  and  Function  of  Disability  FroRramsT^  Progress  Report  No,.  2  (New  Bruns- 
wick, N.J. :  Disability  and  Health  Economics  Research,  Du|^e«\^  of  Economic  Research, 
TOitgoJts  Univ-ersity^  1975).-  '     -    ,  . 

■      .      .'  -  684-  '    V.  , 


Transfer  .    Medical  b^rect 
Payments      Payments  Seirvlces 


Severely  - 
Disabled 


64Z 


lion-Severely 
Disablfed.        •  21% 


30%^ 
73%  V 


2Z 


Vocational 
Rehab ill-  - 
tatlon 


2% 


Tota^ 

100%r  ,  • 

lOOZ 


It*  18 'evident  that  t^e  majority  of  aid  to  the  severely  disabled  Is  In  the  for4 
of  Income  support  pr\lncome  maintenance*^    There  ar6^  probably  two  major  causes 
for  this  pattern,    6a^  Is  that  since  this  group  of  people  have  shown  an  Ina- 
blllty  to  enjo^  "substantial  gainful  employment,"  they  suffer  poverty  levels 
of  lnco4e*'   Second,  given  the  severe  nature  of  the^dlsablllty  In  these  cases, 
there  Is  prob^ly  a  be!^lef  that  various  seirvlce  expenditure^  are  unlikely  to 
have  a  significant  Impact.  '  "^ 

Nearly  all  of  the^^^nalnlng  aid  Is  for  medical  care,  probably  reflecting 
large  medical  bills  and  an  Inability  to  pay  for  these  services.    Note  that  the 
non-severely  disabled  have  73  percent  of  their  payments  under  medical  assls- 


.tance,  with  most  of  the  balance  accruing  as  transfer  payments. 

The  difference's  In  the  benefit  packages  provided  the  severely  disabled, 
compared  to  the  non-severely  disabled  Is  even  more  striking  If  viewed  from 
^  alternative  perspective.     Below  we  calculate  the  share  of  payments  received 
by  each  group  under  each  type  of  assistance. 


Severely 
Disabled 

Non-Severely 
Disabled 

All  Disabled 


*  ,  Vocational 
Transfer     Medical       Direct  Rehablli- 
Payments      Payments      Services      tatlod  * 


83% 


40% 


75% 


44% 


17%  60%  25%  56% 

^00%  ,  100%  100%  100% 


c 
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Me  note  that  83  percent  of  all  Federal  transfer  payments  to  .the  disabled  go  w 
to  the  severely  disabled;  given  their  inability  to^  work,  attend  school  or  engage 
in  similar  "normal"  activity/ this  dpc^  not  seem  Unreasonable,    The  fact  that 
only  40  percent  of  federal  'faedical  payments  to  the  disabled  go  to  the  severely 
disabled  is  harder  to  explain.    One  mig^t  expect  that  their  medical  costs  would 
be  higner  than  the  costs  of  the  non-severely  disabled.    Perhaps  the  relativ^^ 


inability  bf  medical  servicea  to  correct  permanent  and  aievere  Impairments  that 

/ 

lead  to  severe  disability . or  the  medically  stable  nature  of  Impairments  which 
lead  to  severe  disability  are  significant  factors  in  determining  this"^  apparent 

low  level  of  medical  support  for  the  severely  disabled .-^  Federal  direct-  services 

4  '       -  .     •  . 

%o  the  severely  disabled  account  for  TS^'^ppe^cent  of  all  federal  direct  services 

to  the  disabled.    TJiis  most  prol^ably  re^lects^a  higher  priority  to  the  more 
expensive  needs  of  the  severely  disabled..   The  severely  disabled  also  appear 
to  be  receiving  a  large^  share  of  the  funds  allocated  to  vocational  rehabilitation. 
Again  on  this  basis  alone,  it  is  most  difficult  to  tell  how  effective  or  adequate 
these  expenditures  are.    Perhaps  a  detailed  analysis  of  those  individuals  in 
the  R-i300  file  who  meet  RSA^s  severe  disability  criteria  could  be  helpful. 

In  general,  a  better  breakdown  of  the  numbers  of  severely  and  non-sevetely 
disabled  would  be  a  great  help  in  analyzing  program  data.    But  it-  certainly 
appears  that  less  than  40  percent  of  the  disabled  are  Severely  disabled,  leading 
one  to  conclude ^that  the  severely  disabled  do  get  a  relatively  large  part  of 
the  money  allocated  to  aid  the  disabled  population.    As  a  word  of  cautioc), 
we  must  note  that  thfese  distributioi^  figures  are  obviously  influenced  by 
our  decisions  regarding  which  individual  programs  are  included,  and  what  per- 
centage of  total  expenditures  under  a  given  program  are  allocable  to  the  severely 
disabled.    We  feel  that  our  universe  of  programs  is  fairly  sound  and  complete. 


we  also  feel  that  our  weighting  schemes  are*  a  solid  atteippt  at  handling  the  ^ 
compleik  definitional  question  of  what  constitutes  "severe  disability,"    We  are 
confident  of  our  conclusion^ that  the  severely  disabled  as  defined  through  program 
regulatlo^y  Information,  and  eligibility  criteria  receive  a  large  share  of 
assistance  through  present  Fe4eral  programs,  and  that  the' mix  of  aid  they  get 

■    \   1  '        '  '        ■  "  *-  • 

varies  from  that  of  the  n<5nsevei:ely  disabled. 

Gaps  in  the' provision  of  transfer ,  medical, care,  and  services  to  the  severely 

tllsabled  are  more  difficult  to  assess  under  this  kind  of  analysis.    While  we/^ 

have  been  abJ/e  to  est^imate  the  number s^* of  severely  disabled  who  do  benefit 

xmdev  various  disability  asisisdance  progr^SB,  we  are  unable , to  reach  any  conclu- 

.1  ■  .      /    •  * 

sion  about  those  severely  disaoTed  who  do  not,  .  We  have  little  Information 


on  those  persons  who  are  not  receiving  services.    The,  necessary  complementary'' 
analysis  requires  a  survey  approach  so  that  it  would  be  possible  to  estlma£ib 
the  number  of  disabled  meeting  a  predetermined  definition  of  severity,  their 
needs  that  are  being  met  and^^hose  that  are  not  met.  , 
Conclusions  \^ 

In  "this  report  we  have^s|^ated  that  at  the  Federal,  level  approximately. 
$21\6  billion  was  bedLng  spent  in  1973  to  assist  the  10  million  or  so  severely 
handicapped,  or  approximately  $2,200  i^er  severely  disabled  individual.  Until 
the  goals  of  thesre  expenditures  in  terms  of  reduction  in  poverty,  rehabilitation, 
medical  care,,  and  levels  of  provlaion  of  othet^  sertirices  are  carefully  spelled 
out  and  a  detailed  program-oriented  survey  of  the  severely  disabled  is  done,  we 
will  not  know  how  efficiently,  equitably,  or  adequate^ly  this  money  is  being 
spent.  Foif  ^aiaple^  is  the  nearly  $14  billion  in  Federal  transfers  being  s^ent 
to  reduce  •poverty  or  replace  lost  wages  of  the  severely  disabled,  and  to  what  w 
extent  is  either  outcome  b^ing  achieved?    Are  the  possible  vocational  goals 
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of  the  disabled  being  overlooked ^  or  have  we  realistically  considered  the  costs 
and  benefit^  of  such  programs  and  made  an  efficiency  decision  after  remaining 

boun4  to  an  equity  (somehow  delined)  cotvetraint?    Are  the  funds  fot  the  over 

*  .  if* 

2  million,  disablec^  worker  s  under  DI  being  correctly  allocated  to  transfers 

and  VQcktional  rehabUfltation  for  DI  recipients?  .    '  ' 

The  ^swers  ^  these  questiotis  are  difficulty  if^not  impossible,  to  produce 

We  feel  that  this  chapter  .describes  the  current  a^t  of  programs  and  describes 

what  they  do  and  for  whom.    Additional  analyslp  is  neceissary;  better  data  are- 

^  ♦       ^  ?  J  \        *  ' 

essential.  Specific  goals  are  required  gpr  developing  programs  to  deal.wlth^ 


our  citizens. 


-  ^e  con^quenqes  of  and  appropriate  social  responses  to  severe  dis'abllity  among 
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APPENDIX  ^ 
Mcfst  Severely  Disabled  -  Expenditures 


Data  are  for  FY  1973  unless 
otherwise  indicated:  (A) 
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FOOTNOTES 


nest  «  not  estimated 
napl  «  not,  applicable 
A       «  data  are  FY  1972 


1.  This  program  began  January  1,  1974,  and  replaces  the  categorical 
programs  of  APTD,  OAA  and  AB.     It  Is  IncludSdHi^e  f^r  Illustrative  purposes 
only.     The  data  are  for  the  last  six  months  of  FyN1974,  and  do  not  represent 
any  projection  of  a  full  year's  expenditures;  theseV numbers  would  not  be 
Included  In  any  estimate  of  total  expenditures  for  nje  severely  disabled 
under  existing  programs  In  1973. 

2.  This  program  ended  January  1,  1974,  and  Its  recipients  were  transferred 
to  the  Supplemental  Security  Income  program.     It  Is  Included  here  since  it  was 
funded  in  1973;  this  sum  is  therefore  included  in  our  totals. 
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Chag^er' 26  ,  _ 

disincentivesYn  income  transfers  ^  , 

A' recurrent  theme  in  our  Inv^tigation  of  the  severely  handicapped  Is 
their  consistently  lower  Ipcomes  and  the  iact  that  public  Income  transfers 
constitute  a  major  source  of  their  income.    Problems  with  these  prograffis   '  v 
clearly  are  felt  throughout  the  policies  designed  to  rehabilitate  this  group*. 
For  the  most  part,  the  transfer  ^programs  tend  to  group  thei<c  benefits  to  tfhose 
who  are  eligible.     For  example,  an  eligible  recipient  of  Supplemental  Security 
Income  might  also  be  r^eiving  some  Disability  Insurance,  health  coverage  under 
Medicaid  and/or  Medicare,  Food  Stamps,  Social  Services  and  Vocational  Rehabili- 
tation.    Most  of  the  severely  handicapped,  however,  do  not  benefit  in  this 
fashion.     Those  who  do  have  a  public  income  transfer,  hoyever,  almost  always 
have  at  least  some  health  benefit  under  Medicare  or  Medicaid.    Most  of  those 
in  institutions  receiving  public  institutional  care  are  covered  ander  Medicaid. 

In  this  chapter,  the  structure  of  these  programs  with  respect  to  their 
incentives  to  encourage  individuals  to  work  are  briefly  examined.    We  point 
out  that  there  have  been  few  empirical  studies  of  the  effects  of  such  incen- 
tives, although  many  individuals  reported  them.  ^ 

'  The  essence  of  the  incentive  problem  can  be  illustrated  by  a  blind  bene- 
ficiary of  Social  Security  Disability  Benefits.     Counting  his  ability  to  work 
and  ekrn  a  little. bit,  and  the  lack  of  a  means  test  so  that  his  wife's  earn- 
ings were  not  considered,  the  combined  value  of  his  income  and  medical  benfefits 
was  such  that  he  would  have  to  earn  an  income, after  tax  and  expenses,  of  over 
$7,000  to  just  equal  his  present  benefits.    A  rough  estimate  of  his  before 
tax  and  expenses  earnings  level  would  be  about  $10,000.     Thus,'  in  exchange 
fgj  working  full  time  a  full  year  at  about  $5  per  hour,  he  would  be  no  better 
o^f  than  not  working  at  all  now.  f 
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An  estimate  of  the^^roBS'  earnings,  of  a  quadriplegic  in  need  of  attendant 
care  would  be  $18,000  tj^cover  his  expenses  compared  fco  the. value  of  his  cur- 
rently received  public  care.    While  these  ate  individual  costs  of  unique  in- 
dividuals they  point  out  the  nature  of  the  problem  with  the  current  programs. 

In  both  Social  Security  Disability  Insurance  (DI)  anS  in" Supplemental 
Security  Income  (SSI),  4:he  definition  of  disability' is  related'to  ability  to 
perform  substantial  gainful  activity.    This  is  defined  as  earnings  of  from 

130  to  200  per. month,  regardless  of  the  extent  of  the  impairment  or  the  need 
for  supporting  medical  and  other  setvi,ces  (the  blind  are  exempt  from  this 
J  limitatioi^.     In  each  of  these  programs  there  is  a  mandatory  requirement  to 

refer  an  individual  to  VR  whenever  feaBibie;  i.e.,  when  the  i>ndividual  is  ex- 
pected to  be  able  to  earT*  enough  income  after  rehabilitation  to  go  ofiE  the 
rolls.  ^Yet  it  is  clear  that  there  are  significant  incentives  for  many  of 
these  severely  handi<:apped  persons  t;o  appear  as  non-employable  in  face  of  a 
high  unemployment  rate  and  income  which  may  be  >qlow  what  they  have  from  the 
public  program.    Indeed,  if  a  male  head  ot  household. can  demonstrate  disability 
sufficient  for  SSI,  his  family  can- of ten  be  eligible  for  Assistance  to  Families 
with  Dependent  Children  (AFDC) ,  the  cumulative  effect  of  which  may  be  income 
ahd  benefits  ^o  thjo  total  family  far  in  excess  of  what  could  be  earned. 

The  award  of  income  transfers  often  has  positive  effects  on  individuals 
with  severe  impairments  who  cannot  work.    The  transfers  allow  for  basic  sub- 
sistence  needs  to  be  met  and  are  likely  to  be  valued  as  much  for  their  pre- 
dictability .and  ongoing  nature  as  for  their  absolute  amount.    With  an  assured 
source  of  income,  handicapped  persons  can  devote  energy  to  recovery  and  re- 
hal)  ill  tat  ion,  and  be  somewhat  less  preoccupied  with  ijje  search  for  a  way  to 
pay" for  food,  rent,  and  clothing.     In  some  instances,  this  need  for  income 
is. significant  wh^  the  person  may  not  show  symptoms  of  permanent  and  total  ' 
disability  and  may  not  be  eligible  for  the  current  transfer  i)rograins.  For 
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example,  some  disabled  persons,  such  as  those  with  multiple  sclerosis,  have  ^ 
intermittent  remission  and  may  not  qualify  as  "permanently  and  total ly*'^  dis- 
abled. 

The  Disability  Insurance  ptogram  is  modeled  after  the  Old  kge  and  vSur- 
vivors  Insurance  (OASI)  program.     It  i&.  designed  around  the  same  basic  retire- 
ment concept  as  the  aged  program.     In  the'  original  Social  Security  Act  with 
the  high  unemployment  of  the  depression  period,  the  OASI  provisions  were  de- 
signed  to  take  the  elderly  out  of  the  labor  market  in-a^man^er  which  would 
permit  them  some  subsistence  in  a  non-welfare,  non-stigmatdzed  income  transfer 
program.     To* encourage  those  ends  the  requirement  for  full  labor  force  with- 
drawal  was  iraposedv*    Those  currently  recBiving  OASI  can  work  and  earn  up  to 
*  $2,520  before  any  reduction  in  benefits  and  up  to  $5,000  before  all  benefits 
are  eliminated.    Nonetheless,  there  is  still  the  basic  concept  of  ratirem^t 
from  wage  earning.    Wages  are  the  only  source  ot  income  which  affect  payment, 
as  the  benefit  is  paid  regardless  of  other  pensions  or  nonwage  incOTie. 

The  OASI  program  was  accompanied  with  a  welfare  program  designed  to  pro- 
vide benefits  to  individuals  x^^ho  we  i^' not  covered  by  the  insurance  *p;:inciple 

^  until  a  mature  insurance  porgram  was  in  place.    At  thatUime  the  economic  re- 
/ 

covery  that  was  expected  and  the  mature  insurancjfe  program  Vould  cause  the 
Federal  intrusion  into  the  State-run  welfare  programs  to^ wither  away. 

l-Jhen  disability  became  an  issue  for  prograniri^tic  social  insurance  sup- 
^'^o^rt  through  legislation  in  1954,  the  same  basic  reti>fenignX^^r^^        held.  The 
idea  was  focused  on  the  positive  side;  that  is^  the  concept  was  that  some 
VJorkers  who  became  permanently  and  totally  disabled  x^^ould  never  earn  enoj^gh 
'     '  coverage  to  make  use  of  the  retirement  program  and  could  not  even  participate 
in  the  labor  force.     At  the  time,  there  x^as  no  federally  supported  program  for 
the  disabled.     In  1954  the, first  step  was  to  establish  a  'Misability  freeze*' 
in  which  a  worker's  currently  insured  0L«*tu3  ^nd  the  basic  benefit  would  not 
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be  reduced  by  Including,  in  his  average  earnings  computation  for  retirement, 
the  zero  earnings  duringjth^^me  of  disability.     In  1956  Disability  Insurance 
paid  cash  benefits  to  disabled  workers  under  age  65.     Other  provisions  have 
^^^rown  oyer  the  years  to  include  coverage  for  children  of  retired  workers  who 

have  been  disabled  from  childhood  and  have  no  expectation  of  being  in  the  labor  ' 
market.     These  are  paid  after  18.    There  is,  as  of  1972,  a  5-month  period  be- 
tween onset  of  disability  and  eligibility  for  payments.     Since  1972  tRe  dis- 
abled have  been  covered  by  Medicare  if  they  have  been  on  the  rolls  for  more 
than  two  years. 

This  has  created  a  number  of  anomalies  in  the  program.    For  example,  a  ^ 
disabled  person  who  finds  a  Job  and  goes  off  the  rolls  lose^  eligibility  for 
DI  and  Medicare.     If  the  individual  comes  back,   the  cash  payment  may  resume, 
but  he  must  Wit  anothetr  2  years  for  the  Medicare  beijefits.     Judging  froiri  the 
reports  we  have  received,  this  requirement  has  created  sigtj^f leant  reluctance 

^       to  work  on  the  part  of  mjginy  severely  disabled. 

'  '  ft 

In  1965  legislation  was  enacted  to  require  refertal  to  VR  of  persons  who 

*   receive  benefits  under  the       program.    At  one  point  the  referrals  were 

actually  made,  but  the  nature  of  the  VR:  rules  was  such  that  a  good  deal  of 

redundant  paper  work  was  the  result.     Since  persons*  had  to  have  vocational 

potential,  and  many  of  these  beneficiaries  did  not,  it  seemed  that,  not  too 

much  was  ^being  accomplished.    Eventually  procedures  were  worked  out^so  that 

criteria  for  actual  referral  were  developed  and  most  of  the  work  is  done  on 

case  record  reviews,    jl^n  a  DI  beneficiary  is  referred  to  VR  and  VR  deter- 

mines  that  the  individual  has  vocational  potential,  an  estimate  is  made  of 

the  potential  earnings.     If  it  appears  that  the  earnings  will  be  sufficient 

to  remove  the  individual  from  the  trust  fund  rolls,  then  the  Social  Security 

#  *■ 

^Administration  will  pay  for  100  percent  bf  the  service  costs  to  a  State  agency, 
to  a  cumulative  maximum  of  1.50  percent  of  the  Disability  Trust  Fund,  or  a 

ERiC  ^      l^uV     .       '  ' 


691 

cumulative  amount  of  $70  million.    When  it  appears  that  the  individual's  earn- 
ings  will  be  less  than  enough  to  remaVe  him  from  the  DI  rolls,  the  State  agency 
treats  the  individual  as  a  regular  case.     In  some  instances  the  SSA  and  the 
State  agency  share  costs.  ^ 

It  Is  important  to  make  an  additional  observation.     The  definition  used 
by  SSA  relates  to^ performance  of  substantial  gainful  activity  (SGA) .     This  is 
defined  as  earnings  in  excess  of  $200  per  month,  regardless  of  the  nature  of 
the  physical  condition  of  the  individual.^  A  deaf-blind-quadriplegic  who  earned 
more  than  $200  per  month  would  not  be  considered  permanently  and  totally  dis- 
abled from  the  DI  perspective. 

Thus  it  is  easy  to  see  how  the  stringency  of  the  rules  for  provi$ion  of 
VR  services  significantly  narrows  the  oplportunity  for  the  pool  of  severely  dis- 
abled to  get  rehabilitation.     VJ^ave  not  mentioned  the  aged  since  thete  is  no 
requirement  for  referral  on  their  part  and  no  substantial  gainful  employment 
definition.     As  ,we  have  painted  out,  however,  persons  over  65  are  among  the 
most  severely  handicapped  and  constitute  a  very  high  proportion  of  the  indi- 
viduals so  designated.     In  March  1974,  there  were  1.4  million  SSI  recipients;, 
2.0  million  DI  beneficiaries  out  of  which  about  600,000  received  benefits  from 
both  programs.     Thus  about  2.8  million  or  67  percent  of  the  estimated  number  of  ^ 
severely  handicapped,  aged  18-64,  are  covered  by  one  or  another  of  these  pro- 
grams,    A  very  significant  breakthrough  in  services  to  this  group  could  occur 
simply  by  extending  the  trust  fund  rules  for  services  to  this  group. 

n 

Supplemental  Security  Income  \j» 

Problems  in  the  SSI  program  are  similar.     The  program  which  SSI  replaced. 
Aid  to  the  Permanently  and  Totally  Disabled,  was  a  State-run  program  with 
Federal  grants-in-aid  and  some  general  Federal  rules.    For  the  most  part,  this 
program  permitted  .States  to  define  the  degree  of  disability  x^hich  would  qualify. 


ERLC 


While  this  led  to  unevenness  across  States,  it  also  permitted  persons  to  be 
eligible  base^  on  the  severity  of  their  condition  rather  than  on  some  arbi- 
trary  eamiags"  figure  as  used  in  the  DI  program.    When  welfare  reform  under 
H.R.  1,  of  the  92Tid  Congress  was  designed,  the  decision  was  made  to  have  the 
Federal  program  under  the  Social  Security  Administration.    With  natural  re- 
luctance  to  administer  two  different  though  similar  types  of  rules,  SSA  recom- 
mended, and  the* Congress  agreed,  that  the  SSI  program  should  be  administered 
under  the  same  types  of  rules  as  DI.     Thus,  the  character  of  the  -SSI  program 
moved  to  a  labor  force  retirement  program.     The  essential,  difference  in  the 
two  pifograms  now  is  in  the  prior  earnings  histot^y  of  , the  disabled  individual. 
Where  the  person  was  in  cov^sred  employment  and  t^M^^^lgih  enough  earnings,  the 
individual  is  fully. on  DI.     If  the  earnings  were  lo\i,   the  individual  may  be 
on  DI  with  supplement  from  SSI.     If  the  individual  had  inadequate  prior  cover-, 
age. for  DI ,  then  SSI  alone  is  paid. 

Unlike  the  case  with  the  blind,  with  AFDC,  and  with  the  elderly  on  SSI, 
the  provisions  for  allowing  people  to  work  and  keep  a  portion  of  their  earn- 
ings is  severely  truncated  by  the  imposition  of  the  earnings  factor  in  the 
definition  of  disability. 

Wise  points  out  that  the  income  cutoff  has  lasted  20  ye^rs.  'The  blind 
who  are  exempt  from  the  income-related  part  of  the  definition  of  disability 
can  earn  up  to  $4,524  per  year  before  total  cutoff,  while  the  other  disabled 
can  earn  only- up  to  $2,400. 

Ti«jo  personal  accounts  of  dif Slculties-omcountered  by  disabled  individu- 
als illustrate  some  of  the  problems  severely  disabled  persons  are  forced  to 

f 

deal  vjith.     One  individual  described  by  Wise  reports  receipt  of  a  high  level 


i;  Elden  H.  Wise,  "The  Right  to  Work  Vei:sus  Social  Security  Disability 
Benefits,"  Rehabilitation  Literature,  March  1974. 
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of  benefits,  over  $500  per  month,  which  is  necessary  for  the  support  of  his  . 
family  (he  has  six  children) .    He  has  been  an  insurance  man  and  wants  to  work ^ 
at  bec^lngLaiM-ndependent  insurance  agent.    However,  as  his  clientele  builds 
up  over  a  subs  tan  tial''>^^iQd^time^  he  will  earn  enough  to  be  cut  off  Social 
.     Security,  probably  long  before  he  can  be  assured  of  making  anything  comparable 
to  his  present  benefits.     He  would  like ^  be  assured  of  some  financial  secur- 
■    ity  before  taking  the  risk  and  making  commitments^'^B^ients ,  etc.,  but  under 
the  present  programs,  there  is  no  way  for  him  to  have  that^eu£ity. 

Saxon  reports  that  a  client  was  seeking  to  go  back  to  full-time 
but  could  not  afford  to  pay  for  the  transportation  which  was  necessary  due^  to 
the  nature  of  her  disability.^    She  sought  to  be  able  to  exempt  her  transpor-, 
tation  costs  from  her  income  taxes  but' was  repeatedly  told  that  while  one  can 
deduct  expenses  for  transportation  to  the  doctor,  one"  cannot  do  the  same  for 
transportation  to  work.     Under  these  circumstances,  the  woman  was  almost  dis^" 
suaded  from  going  t6  work.    She  eventually  received  an  allowance  (a  "restaur- 
ant ^and  housekeeper"  allowance)  authorized  by  a  Oepyty  Mayor  who  intervened 
in  her  case.    She  was  thus  able  to  afford  to  go  back  to  work,  but  her  struggle 
.     for  such  special  recognition  wa6  arduous  and  Is  not  a  procedure  availabU  to 


■0 

most  of  the  disabl-ed. 


Another  iVsUe  related  to  disability  and  income  maintenance  is  that  some 
disea^s  do  not  follow  patterns  of  steady  deterioration'  but  may  involve  per- 
iods  of  deteriorated  health  alternating  with  periods  in  which  the  individual 
can  engage  in  some  gainful  activity.^    The  present  income  support  programs  do 
not  have  enough  fle;cibility  to  provide  financial  security  to  such  individuals 
for  intermittent  periods.     This  is  another  area  where  research  could  provide 


2.  Bridget  Saxon,  "A  Public  Charge  Charges, the  Public,"  Harpers,  November  1973 
3  Joe  R.  Brown,  "Recent  Studies  in  Multiple  Sclerosis:  Inferences  on  Rehablli 
tation  and  Employability ,"  Mavo  Clinic  Proceedings.  October  1969.  / 
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insight  into  the  necessary  adaptations  of  income  maiivtenan^ce  in  order  that 
ICich  individuals  would  have  access  to  income  to  meet  their  needs. 

Another  area  of  concern  involves  Worker^s  Compensation  where  the  .compen- 
'^sation  lavs  differ  from  State  to  State,     The  maximum  levels  of  support  under 
Workmen* s  Compensation  do  not  meet  the  objective  stated  in  the  legislation, 
of  providing  a  substitute  income  for  the  worker  with  a  job-related  disability, 
Be^kowitz  and  Burton  compared  the  maximum  benefits  for  permanent  and  total  dis- 
ability, vjith  the  1968  poverty  line  and  found  that  the  maximum  1968  benefits 
(including  any  allowances  for  dependents)  did  not  meet  the  poverty  standard 

4 

of  living  for  the  four-person  family  ($3,555)  in  38  of  the  51  jurisdictions. 

<f 

The  authors  noted  that  they  were  examining  maximum  benefits  and,  in  actual 
-^.^      fact,  significant  portions  of  those  awarded  beiaefits  3o  not  receive  the  maxi- 
mum.    The  effect  of  overlap  is  minimalf  because  only  2  percent  of  workers  re- 
ceiving Social  Security  disability  benefits  were  affected  by  the  provisions 
that  their  benefits  would  be  reduced  if  they  were  also  receiving  substantial 
Workers*  Compensation.^    Th6  author  points  out  that  States  may  be  neglecting 
to  improve  their  Workers'  Compensation  coverage  because  they^xpect  workers 
to  be  adequately  covered  by  Social  Security  benefits.     It  is  important  to  apte, 
however,  that  some  of  the  workers  are  not  eligible  for  Social  Security  and 
that  the  failure  to  improve  Workers*  Compensation  ^^s  a  serious  effect  on 
'these  individuals  and  their  families.  .  , 

Workers'  Compensation  also  involves  the  issue  of  payment  for  injury- 
related  medical  care  and/or  rehabilitation*  during  the  period  during  which  the 


4,  Monroe  Berkowitz,  Rehabilitating  the  Disabled  Worker;  A  Platform  for  Action 
in  New  Jersey  (Trenton;   the  Comprehensive  Statewide  Planning  Project  for  Voca- 
tional Rehabilitation,  State  of  New  Jersey,  1972);  and  John  F.  Burton,  Jr., 
"The  Maintenance  of  Income  Objectives  in  Worlcmen's  Compensation  (National  Work- 
shop on  Rehabilitation  and  Worlcmen's  Compensation,  1974). 

5.  Burton,  jThe  Maintenance  of  Lncome  Oblectivet  *• 
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litigation  may  take' place  i^hen  cases  are  contested.     There  is  some  evidence 
that  substantial  medical  debts  are  accumulated  during  this  period  and  that 
inadequate  medical  and  rehabilitation  services  may  be  the  result  of  the  pat-, 
ients'   fear  that  they  may  have  to  foot  the  bill  In  the  end.    Evidence  shows 
tlAt  diagnostic  work  is  obtained  by  most  patients  but  that  followup  care  is 
often  not  obtained  until  after  settlement.    Berkowitz  suggests  that  the  delay 
in  rehabilitation  which  results  may  be  detrimental  to  the  future  employability 
of  the  individual.    Furthermore,  once  a  settlement  is  reached,  much  of  it  goes 
to  the  repayment  of  past  debts,  and  very  little  goes  toward  rehabilitation. 
Since  many  of  the  settlements  are  relatively  low,  they  do  not  make  it  possible 
for  the  individual  to  set  himself /herself  up  in  business,  although  clients  are 
sometimes  instructed  by  their  lawyers  to  request  settlement  on  this  basis. 

Nagi  and  Riley  studied  applicants  for  Social  Security,  and  examined  the 
differences  in  physical  condition,  rehabilitation  histories,  and  access  to 
sources  of  income  of  those  on'  Public  Assistance  compared  with  that  of  those 
not  receiving  Public  Assistance.^    It  was  found,  both  by  legal  definition  and 
clinical  examination,  that  the  disabled  on  Public  Assistance  were  no  less  dis- 
abled than  those  not  on  Public  Assistance.     Furthermore,  their  rehabilitation 
histories  indicated  that  a  higher  proportion  of  those  on  Public  Assistance  were 
accepted  for  vocational  rehabilitation  services  and  became  employed  or  ready 
for  employment,  and  a  smaller  proportion  of  their  cases  were  closed  as  unsuccess 
ful.     By  examining  availability  of  income  other  than  Public  Assistance,  it  was 
found  that  the  grolip  on  Public  Assistance  did  riot  have  access  ,to  forms  of  in- 
come which  were  available  to  those  who-were  not  on  Public  A88l|tance.  This 
finding  supports  the  idea  that  Public  Assistance^-s^  last  resort  and  that  the 


6.     Saad  Z.  Nagi  and  Lawrence  E.  Riley,  "Coping  with  Economic  Crisis:  The 
Disabled  on  Public  Assistance,"  Journal  of  Health  and  Social  Behavior, 
December  1968. 
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reasons  for  being  on  Public  Assistance  involve  need  for  support  not  available 
from  any  other  source  including  earnings. 

■  ^  ■*  * 

The  recent  reforms  in  SSI  to  create  a  work  incentive, may  well  work  as 

an  incentive  for  the  blind,  for  whom  the  cutoff  point  is  high  per  year,  but  ' 
are  unlikely  to  work  for  other  physically  disabled  people  for  whom  the  cutoff 
effectively  remains  at  $2,400  due  to  the  definition  of  disability  used;  That 
is,  if  one  makes  $2,400  ($200  per  month)  he  or  she  is  no  longer  considered  \ 
disabled.     In  order  to  create  better  work  incentives  for  the  severely  disabled,  . 
both  SSI  and  DI  should  drop  this  provision  and  establish  only  a  reasonable  bene- 
fit reduction  rate.     Then  IfJersons  could  be  selected  on  the  basis  of  their  se- 
verity and  those  who  chose  to  try  to  work  would  not  be  penalized. 

It  is  apparent  that  for  those  disable^  people  who  have  excessively  high 
medical  expenses,  basic  reform  in  Medica:|.d,  or  the  establishment  of  publicly 
financed,  comprehensive  health  insurance,  or  a  comprehensive  public  health 
service  is  particularly  needed  in  order  to  avoid  penalizing  them  for  becom- 
ing employed.     This,  of  course,  is  especially  important  for  the  most  severely 
handicapped,  since  their  medical  expenses  are  often  very  high.     The  2-year 
wait  for  Medicare  eligibility,  especially  for  reapplications ,  shoiiid  also  be 
abandoned. 

The  disabled  veteran's  benefits  program  should  be  studied  and  considered 
as  a  model  for  transfer  payments  and  health  care  for  nonveterans.     Its  rela- 
tively high  benefit  levels,  unrelated  to  earnings,  combined  with  a  health 
care  system,  provide  a  degree  of  financial  and  medical  s'ecurity  uncommon  in 
our  society. 

We  as  a  Nation  have  not  developed  any  clear  income  maintenance  policy 
with  regard  to  the  disabled  which  might  alleviate  some  of  the  problems  of  fi-  , 
nancial  dependency  and  disability.     One  of  the  basic  conflicts  which  is  apparent 
in  the  literature  is  the  issue  of  whether,  it  ts  Necessary  for  the  disabl»ed  to 
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work  in  order  for  them  not  to  present  too  great  a  burden  to  the  rest  of  soci^ety. 
The  position  which  the  disabled  are  seeking  involves  the  right  to  chose  whether 
to  work  or  not.    Any  system  which  tries  to' force  the  disabled  to  measure  their 
lives  in  terms  of  work,  an  area  in  which  it  may  be  more  difficult  for  the  dis-* 
abled  to  function  than  in  many  others,  may  do^more  harm  than  good.    At  the 
same  time,  any  system  which  expects  the  disabled  not  to -work  and  does  not  re- 
quire that  the  society  make^  room  for  the  full  participation  of  the  disabled 
who  desire  to  work  is  also  in  effect  depriving  those  of  the  disabled  who  do 
wish  to  work  a  basic  source  of  fulfillment  and  a  way  in  which  they  might  con- 
tribute  a  great  deal  to  the  society. 

Because  of  the  nature  of  the  continuing  value  placed  on  work,  there  are 
substantial  punitive  aspects  to  income  maintenance  programs,    iny  at  tempt  to 
change  the  structure  of  such  programs  and  to  alter  their  negative  efforts  to 
the  disabled  should  take  into  account  the  values  of  the  society  and  the  ways 
in  which  they  contribute  to  the  difficulties  of  the  disabled  individual  in 
being  financially  dependent.    While  various  suggestions  have  been  offered  re- 
garding alternative  forms  of  income  maintenance  for  the  disabled,  there  has 
been  too  little  discussion  and  research  into  the  need  for  developing  a  coherent 
policy.     If  such  a  policy  were  established,  many  of  the  contradictions  in  the 
present  system  would  become  apparent.     Suggestions  which  are  included  in  the 
literature  include  specific  alterations  cf ''specific  programs,  such  a;s  a  fund 
to  cov^r  medical  and  rehabilitative  expenses  of  those  injured  workers  who  are 
involved  in  contested  cases  while  seeking  Worker's  Compensation.    Other  kinds 
of  suggestions  include  a  guaranteed  income,  as  well  as  national  health  insur- 
ance.   Certain  othet  programs  can  serve  as  examples  of  kinds  of  changes  which 
could  be  made  in  other  public  income  maintenance  programs.     For  example,  vet- 
erans* benefits  for  those  with  service-connected  disabilities,  involve  partial 
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levels  of  support  for^  differing  levels  of  severity  of  disability,  and  the 
veteran  can  -go  back  to  work  without  losing  benefits.    Experimental  research 
on  the  effects  of  different  income  maintenance  strategies  on  the  disabled  and 
severely  disabled  population  has  not  been  done.     Hence  more  research  is  needed 
to  help  in  the  formulation  of  policy  oiv  income  support  strategy.  FurtheAaore, 
the  income  maintenance  strategy  chosen  should  reflect  a  national  examination 
of  the  roles  which  can  open  up  for  the -disabled  in  terms  of  varying  ways  in 
which  they  can  contribute  to  the  society. 


; .  Chapter  27  ,^  * 

\  PROGRAMMATIC  OPTIONS  FOR  PROVIDING 
^'  *    SERVICES  TO  THE  SEVERE!"^  l5lSA§LED 

In  this  section  we  will  explore  some  of  the  options  which  follow  from 
the  previous  material.     It  should  be  understood  that  from  our  perspective,  as 
contractors,  we  cannot  weigh  the  complex  of  factors  that  real  policymakers  do 
in  allocating  their  values jatid  aspirations,  and  so  our  ''weighting"  of  various 
factors  attempts  to  be  neutral.    Where  we  may  have  introduced  some  bias  into 
the  discussion  is  in  our  attempt  to  keep  the  discussion  focused  on  key  points; 
^several  logical  combinations  of  options  may  not  ie  discussed.     If  there  are 
five  factors  with  6nly  two  options  on  each,  there  are  twenty-five  possible  com- 
binations.   We  are  dealing  with  a  far  more  complex  situation,  so  the  theoreti- 
cally pos^sible  combinations  are  very  great.    We  believe,  however,  that  we  have 
presented  the  key  factors  in  such  a  way  that  policymakers  c^n  make  their  own 
variations.  .  " 

OPTIONS  FOR  ILR 

We  have  made  the  case  that  for  most  of  th^  severely  handicapped  there 
is  now  the  ability  to  provide  services  not  being  provided  widely  or  equitably 
,  to  a  large  number  of  persons.*  Thus,  the  technology-  for  service  provisions  is 
known,  many  of  the  services  could  be  fejifsibly  delivered,  and  moi3t  persons  'woul< 
benefit  from  such  services.     Expansion  of  VR  aiid  "pre-vocational"  services  is 
largely  a  function  of  the  r^esources  availabrlp  and  the  nature  of  the  labor  raar- 

3  ^nc 

with  respect  to  investments  In  human  coital. 

The  most  crucial  decision  area  is  in  regard  to  development  of  an  inde- 
pendent living  program.     The  logical  options  for  this  are  summarized  below. 

1.  Have  no  ILR  program. 

2.  Expand  use  of  Extended  Evaluation  and  add  to  success  outcomes  such 
as  homemakers. 


ket.    These  are  decisions  for  the  jCongress^nd  the  Administration,  primarily 
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3.    Add  ILR  program. 

A.  In  non-VR  agency 

B.  In  separate,  but  VR-related,  agency 

C.  In  V5  .        ^  - 

1.  residual  to  VR  -  . 

\  \  2.  separate  from  VR 

3.  single  program  with  VR 

4.  precedent  to  VR 

v*^^^^  only  to  look  at  the  disabled  to  find  that  they  have  unmet  needs. 
^Anyone  \j\\o  does  so  has  a  desire*^  to  meet  those  needs.     Go  to  any  nursing  home, 
talk  to  any  sensible  person  with  a  severe  disability,  and  you  are  struck  by 
an  almost  overwhelming  desire  to  "do  something"  for  them.     The  catch,  though^ 
comes  in  looking  across  many  groups  or  across  many  purposes "and  trying  to  set 
priorities,  because  there  are  not  enough  resources.     The  choice  that  has  to  be 
made  is  almost  always  cruel.     The  range  of  options  is  limited;  to  do  nothing 
for  A  and  use  all  the  scarce  resources  for  B  (or  vice^ersa);  or  to  make  some 
allocation  of  resources  between  the  two.     The  allocation  option  removes  the 
guilt. of  not  doing  anything  at  all  and  gives  the  hope  that  more  resources  will 
be  made  available  if  the  program  is  at  least  in  existence.     But  this  option 
may  flounder  by  spreading  resources  so  thin  that  nfeigher  A  nor  B  can  work 
effectively^! 

It  is  this  last  concern  that  drives  a  number  of  thoughtful  persons  in 

the  field  to  argue  that,  with  the  kind  of  money  that  Is  being  discussed  (for 

example,  the  appropriation  authorization  in  the  1972  and  1973  bills  was  $30 

mil-lion  for  the  first  year  and  $80  million  for  the  third),  the  VR  program 

could  be  greatly  helped.     Appropriations  f or ^the  basic  program  in  the  past 

5  yaars  have  been  relatively  limited  and  Inflation  has  brought  about  actual 

decline.    We  have  discovered ,^ too,  that. the  cost  of  vocational  rehabilitation 

for  the  severely  handicapped  is  somewhat  greater  than  for  the  less  handicapped, 

»  * 
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although,  giv^  current  program  operations,  not  less  successful. 

If  there  is  another  $80  million  or  so  available,  it  could  be  easily 
spent  within  the  confines  of  the  present  program.    Of  course,  the  assumption 
that  the  money  is  there  to  go  one  way  or  another  may  be  questioned.  There 
could  be  such  resistance  that  not  going  ahead  with  an  ILR  program^jad'y  also 
mean  no  new  mon^y  in  VR  as  well.     The  Congress  and  the  Administration  can 
know  this  better  than  ^  contractor. 

,    If  the  decision  is  no  ILR -program,  what  doe^  it  mean?     In  means  1:hat 

o 

the  population  at  risk  is  about  where  it  i&  now;  that  is,  the  services  will 
or  will  not  be  there  depending  upon  whether  people  can  find  them,  develop 
eligibility,  do  their  own  advocacy.     People  in  nursing  homes  or  people  re- 
\jected  for  severity  will  remain  as  they  are  now.    This  does  not,  mean  they 
are  unserved  but  that  they  are  served  in  the  system*  as  it  now  exists. 
Expand  Extended  Evaluation  and  Add  Additional  Non-Wage  Occupational  Outcomes 

One  way  to  get  more  to  the  severely  handicapped  without  setting  up  a 
new  program  or  without  simply  continuing  status  quo  is  to  modify  the  exist- 
ing  progtaih  to  expand  the  possibilities  for  service  provision  which  may  end  v 
short  of  a  wage-occupation  placement.     There  are  State' directors  o f  VR  who 
feel  that  they  are  achieving  tLR  through  their  use  of  extended  evaluation 
and  through  homemaker  rehabilitation.     The  expectations,  however,  in.  these 
cases  are  that  these  outcomes  must  be  vocational  in  nature,  and  appropriate ; 
they  are  treated  as  "least  choice*'  outcomes.     In  parts  of  HEW,  the  homemaker 
outcome  is  viewfed  as  a  "cheat'*  when  compared  equally  as' a  successful  rehabili- 
tation with  someone  placed  on  a  wage-paying  job.    While  such  extreme  debunking 
is  ^'wrong,"  it  points  out  the  way  in  which  expectations  about  vocational  out- 
comes are  framed.     It  is  a  sort  of  "if  you  say  jobs,  mean  jobs"  attitude  that 
does  not  accept  the  benefit  of  rehabilitation  to  homemaking  or  selfrcare. 
As  a  consequence,  some  States  hold  the  "homemaker"  occupation  to  be  primarily 
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relevant  only  to  women  whose  occupation  was  this  prior  to  coining  to  TO.  If 
the  Congress  and  Administration  view  the  self-care,  homemaking  outcome  as  in 
fact  equally  important  in  what  it  does  for  those  clients  as  job  placement  does 
tor  others,  then  expansion  of  the  conditions  under  which  this  outcome  is  appro- 
priate would,  in  effect,  expand  the  services  and  number  of  clients  with  severe 
handicaps  s6rved  without  vocational  objectives.     This  could  even  be  described 
as  an  outcome  appropriate  to  persons  who  already  have  a ^job  but  need  the  addi- 
tional  assistance. 

An  additional  outcome  would  be  "deinstitutionalization"  as  a  sudcessful 
^rehabilitation.  The  returns  to  governments  of  reducing  nursing  home  stays  for 
people  who  could,  with  rehabilitation,  move  back  to  the  community  may  be  as 
great  as  returns  from  rehabilitation  of  public  assistance  recipients.  The 
^logic  of  calling  such  self-care  another  form  of  "homemaking"  follows  from^EhB^ 
notion  of  homemaking  as  an  occupation  itself  and  would  fit  within  the  existing 
confines  of  the  way  the  general  program  operates.  This,  would  not,  in  general, 
be  another  full-blown  ILR  program,  as  one  of  the  following  options  will  show, 

because  it  is  still  based  oq  ability  to  benefit  from  services  to  meet  the  desired 

I' 

outcome.     One  would  expect  incentives  of  counselors  to  remain  focused  on  the  vo- 

« 

cational  Job  objectives.     One  would  also  expect  that  not  all  handicapped  persons 
^  would  feel  an  entitlement  to  the  program  except  ijhen  the  rather  clear  eligi- 
bility criteria  are  met.. 

Similarly,  the  Extended  Evaluation  concept  (EE)  could  be  expanded  to 
include  ^restoration  to  self-care.    Many  States  do  not  use  tE  now  because  of  its 
ostensible  restrictiveness  as  a  tool  for  decisionmaking.     The  objective  of  EE 
at  this  time  is  to  evaluate  over  a  period  of  time  clients  of  Questionable  vo- 
cational outcome.     If  the  person  is  unequivocally  in  or  out  of  the  program,  EE 
is  not  used.     Some  directors,  however,  apparently  uae  this  umbrella  to  provide 
ILR  services*.'   That  is,  they  v/ill  suspend  judgment  on  feasibility  longer  than- 
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will  other  directots,  handle  the  individual  longer,  and  thus  provide  an  array 

of^ services  to  benefit  the  individual  who  is  finally  determined  to  be  infeas- 

# 

ible.    One  procedure  tljat  could  get  more  people  so  served  would  be  a  requirement 
that  the  agency  not  reject  a  person  for  severity  until  he  has  yndergone  a  period 
of  EE.     Thus,  for  the  severely  handicapped  services  could  be  provided  and  a 
period  of  assessment  used  to  assure  that,  at  end,  if  a  client  is  infeasible  for 
VR,  it  is  not  for  one  of  the  myriad  inferior  reasons  such  as  rationing,  Worker 
error,  or  the  like.     In  the  interim,  the  client  will  have  received  an  array  of 
services  intended  to  enhance  functioning  with  a  vocational  objective. 
Establish  an  Independent  Living  Program 

The  decision  could  be  to  develop  an  independent  living  rehabilitation 
program  with  characteristics  ranging  from  modest  to  major.    A  small  program 
whose  focus  and  objective  are  to  receive  persons  without*  yocationaj.  potential 
who  appear  to  be  able  to  benefit  from  services  would  be  a  reasonable  small  / 
start.     It  would  also  be  reasonable  to  think  through  a  major  refoni^  of  exist- 
ing disability  programs  around  given  ends  and  to  make  independent  living  a  part 
of  such  programs.    We  have  pointed  out  how  these  programs  vary  with  respect  to 
definition  of  disability,  eligibility,  and  benefi^  delivered;  we  have  also 
pointed  out  hovj  these  are/fragmented  and  tend  to  be  "lumpy"  with  respect  to  the 
distribution  of  benefits.    We  have  pointed  out  how  these  programs  often  work 
against        individual's  achieving  his  maximum  potential  for  feiar  of  loss  of 
benefits.    While  most  of  these  programs  raise  the  question  of  employability , 
they  do  so  with  respect  to  eligibility  and  labor  marWet  retirement  as  a  basis 
for  bonefits.     Therefore,  these  may  be  seen  as  programs  for  independent  living 
inoq^at  asSrfiey  penalize  full  vocational  rehabilitation. 

To  pull  together  in  one  coherent  system  the  Tong-term  care,  income  maii^ 
tenance,  employment,  and  vocational  and  social  services  to  be  provided,  regardles 
of  which  outcome  was  achieved,  would  be  the  outer  limit  of  program  revision. 
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Since  the  bulk  of  the  following  discussion  will  assume  a  much  smaller^ 
enterprise,!^  will  here  discuss  briefly  one  of  several  approaches  to  the  grand 
s  ciifeme . 

If  one  were  to  determine  that  the  obj^iStive  of  a  disability  syst^  lEor 
the  severely  disabled  was  to  provide  medical  and  restorative  services  to  help 
them  improve  their  health  and  personal  functioning,  to  provide  rehabilitation 
and  social  services  to  help  them  improve  their  self-care  andl  vocational  function- 
ing,  income  to  support  them  through  the  process  and  to  make  up  for  certain  costs 
of  living,  and,  xvhere  appropriate,  to  keep  them  competitive  on  a  wage  basis  with 
Other  workers,  then  one  can  conceive  a  single  system  to  which  anyone  wishing 
^  assistance  due  to  disability  could  come.     Some  Ideal  assessment  team,  working 

from  regulations  which  described  objective  criteria  could  establish  an  assess- 
ment which  would  be  based  on  the  factors  used  anywhere  in  the  country.     Once  an 
assessment  of  disability  was  made  and  the  individual  deemed  eligible,  the  team 
would  then  work  with  .the  individual ^and  family  to  determine  the  range  of  "need," 
such  as  for  nursing  care,  homemaker  services,  vocational  rehabilitation,  trans- 
portation,   income,  and  the  like.     An  evalt^ation  of  individual  and  family  resources 
would  be  responsible  for  determination  of  resources  in  the  catchment  area  and 
could  make  the  tradeoff  decisions  with  the  individual  ^it\\  respect  to  home  care, 
^    community  care  or  institutional  care,  work  versus  welfare,  and  so  forth.  They 
could  be  responsible  for  determining,  that  the  adequate  availability^  facili- 
ties, services,  and  the  like  were  present  and  could  make  the  determination , of 
the  community  level  of  response.     If  it  were  to  be  modeled  on  the  system  in 
Poland  or  Yugoslavia,  they  could  also  be  responsible  for  handling  the  affirma-  ^ 
tive  action  program  with  employers  or,  indeed,  could  work  out  industry-agreed 
"quota"  placement.     Such  a  system  could,  in  effect,  be  the  intake  screen  for 
all  benefit  programs  related  to  disability. 
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.  Far  fetched?    Somewhat.    But  it  is  probably  impractical  for  Various 
"political,"  rather  than  technical,  reasons.     It  would  be  a  political  prob- 
lem  of  great  magnitude,  one  suspects,  to  try  to  get  the  SSI  and  DI  programs' 
changed  so  that  they  function  to  support  persons  because  of  the  costs  of  their 
disabilities,  not  because  their  disabilities  cause  them  to  withdraw  froin  the 
labor  market.     It  will  be  difficult  to  get  the  various  social  service,  rehabili- 
tatlon  and  medical  professions  to  work  that  closely  toget,her.    It  will  be  dlf- 
ficult  to  get  program  administrators  to  agree  to  give  up  the  crucial  rationing 
function  of  intake.    As  a  system  it  would  be  a  multi-billion  dollar  operation 
with  hundreds  of  thousands  of  employees  working' in  often  nonroutinized  opera- 
tions.   One  reason  Social  Security,  for  all  its  expenditures,  is  jnanageable  in 
spite  of  its  size  is  t*he  relative  routinization  of  its  work.     But  to  take  such 
a  system  and  tia  it  to  one  in  v/hich  individual  assessments  are  made  on  a  ranjyp 
of  discretionary  criteria  suggests  a  quality  control  problem  of  massive  pro- 
portions. 

Yet  it  could  be  done.    Much  would  need  to  be  worked  out  with  respect  to 
the  purposes  of  the  program,  the  assessment  technology,  the  criteria  for  who 
gQts  what  and  who  pays,  and  when.     These  are  the  problems  pf  any  significant 
program  development.     But  all  of  them  are  tractable.     It  would  provide  a  basis 
for  a  place  where  any  disabled  person  with  other  than  a  trivial  problem  could 
go  an'^get  whatever  was  needed  in  a  coherent  and  comprehensive  program.  It 
could^JillaRdle  some  of  the  problems  of  long-term  care  and  the  kind  of  disincen- 
tives  in' the  current  welfare  programs.     It  would  take  the  $22  billion  or  so 
currently  Un  the  Federal  budget  for  the  disabled  as  a  base  and  redesign  the 
funds  for  more  efficient  and  effective  use.  .  We  are  not  sanguine  this  will 
happen. 

What  is  more^  likely  is  that  some  program  of  more  modest  dimensions, 
another  program  to  fit  into  the  patchwork,  will  be  developed  with  less  grandiose 
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objectives  directed  at  what  can  be  done  from  a  service  perspective  to  make  ^ 
people  x^ithout  vocational  objectives  as  well  off  as  services  can  make  them. 
There  are  two  essential  options  .on  the  form,  and  fpur  options  on  the  place- 
ment of  such  a  program.  •  ^ 

The  form  options  are  two.     It  can  be  a  nongovernment  agency  or  it  can 
be  a  government  agency.     If  it  is  a  government  agency,  it  can  be^  in  an  estab- 
lished or  a  new  agency  outside  of  rehabilitation^^  it  can  be  related  to  rehabili- 
tation but  not  part  of  the  VR  agency^,  a  model  much  like  that-  in  the  old  work- 
evaluat4.on  work-adjustment  services  section  (Section  15  of  the  Act  prior  to  ^ 
*1973),  or  it  can  be  within  the  VR  agency.     If  it  is  within  the  VR  agency,  it  I 
can  have  four  relationships  to  the  VR  program  itself:   residual,  pre-VR,  inde-  ' 
peftdent  referral  t?o  and  from,  or  co-mingled.    We  will  discuss  eacd  in  turn. 
Nonpublic  Ageney  for  ILR  ' 

When  discussing  this  option  for  a  nonpublic  agency  we  must  carefully 

«  »■ 

define  our  terms  because  we  are  talking  about  a  program  being  run  by  private, 
nonprofit  organizations  Sjut  x<rith  Federal  grants  and  supervision.  Quibblers 
may  argue  that  this  would  make"  them  public  programs,  so  we  make  the  distinc- 
tion in  that  this  voluntary  sector  would  indeed  be  accountable  for  the  funds 
and  results  and  have  to  adhere  to  standards  but  would  not  be^  fully  tax  sup- 
ported . 

The  idea  of  such  arrangements  with  the  voluntary  sector  may  seem  novel 
at  first,  but  in  fact  such  arrangements  have  existed  for  qu^te  some  time. 


Sheltered  v;orkshopp ,  rehabilitation  facilities,  voluntarjt^j^^^jalzat ions  such 
as  the  Easter  Seal  Society,  Cerebral  Palsy,  and  Epilepsy  Foundations,  have 
been  providing  services  for  the  most  severely  handicapped  foj^-years,  often 
with  grants,  pjirchase  of  service  contracts,  or  other  arrangements  with  public  s 
programs.     This  sector  probably  has  the  most  dedication  and  experience  in  pro- 
viding services  to  the  most  severely  handicapped  who  have  been  neglected  by 
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most  other  ptiblic  programs.     It  was  such  organizations  which  worked  for  programs 
for  the  retarded,   for  muscular  dystrophy,  and  the  like.     It  is  they  who  have 
been  the  mainstay  of  service  Iprovision  for  persons  with  cerebral  palsy^^and  men- 
tal  illness.     If  there  is  criticism  it  is  that  they  have  been  too  much  staffed^ 


by  volunteers  without  the  necessary  training,  passion  and  advocacy  aside,  who 
may  have  occasionally  done  less  good  than  they  could  have.     But  over  the  years 
they  have  developed  a  degree  of  professional  competence  for  working  with  the^ 
public  agency  castoffs  that  suggests  they  must  be  doing  something  right. 

Another  serious  possibility  to  be  consideij^d  is  setting  up  consumer-run 
self-help  organizations  to  fill  the  vital  gap  in  the  disability  service  delivery 
i  system.    Our  findings  seem  to  indicate  that  one  of  the  major  reasons  why  VR 
reflects  clients  for  severity  is  that  they  lack  motivation.     One  of  the  factors 
we  find  in  persons  v/ith  severe  disability  is  lajik  of  appreciation  of  their  own  ^ 
worth.    Whether  it  is  the  long  period  of  recovery  from  depression  due  to  the 
crippling  effects  of  a  serious  accident,  or  the  young  person  for  the  first  time 
coming  out  from  under  the  overprotective  environment  of  the  home,  not  to  mentipn 
the  "attic"  cases  one  still  runs  across,  the  severely  disabled  person  needs  rol 
models,  examples,  energizing  of  himself  to  be  willing  to  meet  the  difficult  job 
of  not  being  dependent.     Pubdic  agencies'  are  staffed  with  professionals.  In 
many  cases  they  have  little  t£me  and  large  responsibilities.    Most  often  they 
meet  not  with  people  but  with  clients,  not  with  peers  but  with  the  disabled. 

Where  does  one  go  if  one  fs  quadriplegic  in  an  electric  wheeloha\Lr  to 
'find  a  job,  housing,  transportation,  friends,  and  love?    Not  to  a  public  agency. 

But  there  is  a* reservoir  of  strength  in  a  group,  where  some,  perhaps,  may 

have  "made  it,"    Banded  together  they  often  get  concessions  from  public  programs 

or  from  reluctant  political  figures.     They  can  persuade  a  mayor  to  assure  that 

at  least  all  new  curbs  will  have  curb  cuts,  or  a  governor  to  forcefully  address 
requirements  for  accessibility  in  buildings  constructed  with  public  funds. 
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They  can  swap  tales  about  attendants,  find  people  to  repair  appliances  and 
other  devices-. 

We  speak  here  of  no  ghetto  of  the  disabled  but  of  a  mechanism  of  self- 
help.     This  type  of  organization  can  be  seen  as  a  resource  tq  public  agencies. 
Counselors  seek  them  out  for  help  with  an  individual;  they-f  in  turn,  pressure 
the  agencies  to  do  more  than  they  might  for  given  individuals.     A  number  of 
such  programs  are  already  ,in  various  stages  of  development.    Perhaps  the  best 
example  is  the  Center  for  Independent  Lining  in  Berkeley,  Californfa. 

CIL  grev7  out  of  the  Physically  Disabled  Student  Program  at  the  Univer- 
sity of  California,  Berkeley,  in  1972.  "  It  is  staffed  almost  entirely  by  people 
with  severe  disabilities.     As  a  self-help  group  they  have  an  aggressive  belief 

that  the  blind  and  disabled  have  a  right  to  be  fully  integrated  into  the  com- 

\ 

munity.     One  of  their  primary  methods  is  the  development  of  peer  group  support, 
peer  counseling,  and  peer  role  modeling.    As  activists,   in  addition  to  being 
advocates,  they  press  freely  on  the  reluctances  and  limitations  of  legislative 
law-making  bodies  and  on  tradition-bound  agencies  whose  service  focus  or  array 
is  adequate  to  meet  their  needs.     They  set  up  and  provide  services  themselves, 
since  for  many  of  the  severely  handicapperd  the  services  required  are  not  in  t» 
the  domain  of  any  given  agency;   instruction  in  home  remodeling,   for  example, 
or  the  assurance  of  equipment  repair,  or  an  inventory  o^  experienced  attendants. 

Then,  too,  there  are  areas  X'jhich  many  public  agencies  will  not  easily 
touch,  such  as  sex  counseling  for  the  severely  disabled.     It  is  their  disabili- 
ties,  their  lives,  their  passion  which  wiH  insure  continued  pressure  on  social 
agencies  to  make  their  needs  felt  and  met.     It  is  unHkely  that  any  public 
agency  could  sustain  such  a  role.  ^  ^ 

While  not  all  such  programs  need  be  organized  and  operated  as  CIL  is, 
public  policy-makers  should  investigate  the  potential  of=*such  a  model  for  filling 
in  this  needed  function  in  the  rehabilitation  system. 
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Public  Agency  Models 

Other  Public  Agency 

There  Is,  as  one  person  xvlth  great  dedication  to  VR  said,  no  reason^^to 
assume  that  rehabilitation  has  to  be  seen  as  the  system  that  does  everything 
for  the  disabled.    When  one  gets  to  people  who  are  *^oo  severely^  disabled  for 
VR,  then  they  are  In  need  of  social  services,  retardation  services, , mental 
health  services,  but  not  rehabilitation.     From  tbls  perspective,  the  concern 
Is  with  ^'diluting''  rehabilitation  with  v/hat  Is  seen  as  the  vagueness  of  the 
social  service  programs,  or  the  excessive  and  Inefficient  expenditure  of  money 
'  for  little  measurable  gain.     There  Is  fear  that  without  the  specificity  of  the 
vocational  outcome,  criticisms  such  as  the  charge  of  nonaccountablllty  levied 
against  social  services  would  slip  over  Into  rehabilitation.     Decisions  to 
spend  public  furtds  on  an  individual  who  may  need  homemaker  or  shopping  ser- 
vices (knovm  as  chore  services)   is  seen  by  many  in  VR  as  an  invitation  to 
disaster.    Let  social  services  do  it,  they  say.    While  we  did  not  do  an  evalua- 
tion  of  what  social  service  programs  do  with  respect  to  the  severely  disabled, 
we  were  able  to  determine  that  they  estimate  about  $500  million  of  federal  funds 
is  being  spent  doing  it  in  FY  1975  out  of  Title  XX,  or  its  precedent  Title  VI. 
However,  as  is  pointed  out,   llttl^  is  knoi-m  at  the  Federal  level  about  what  is 
actually  done  or  accomplished  through  this  route. 

If  services  for  meeting  the  needs  of  persons  in  institutions  for  getting 
into  the  connnunity  are  unmet  or  if  independent  living  services  are  unmet,  why 
not  see  what  it  is  the  social  services  do  and  why  these  needs  are  unmet?  Since 
the  amount  of  funds  is  nearly  as  great  as  the  basic  VR  program,  and  the  ends 
tend  not  to  be  vocational  in  orientation,  so  goes  this  line  of  reasoning,  the^ 
Congress  should  require  social  services  to  provide  this  activity. 

For  others,  the  focus,  depending  upon  their  primary  interest.  Would  make 
the  same  observation  about  the  developmentally  disabled  or  mental  health 
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programs.    There  are  service  delivery  systems  to  take  care  of  such  persons. 

> 

If  the  Congress  and  the  Administration  are  concerned  that  they  are  not  doing 
well  enough,  they  should  probably  be  focusing  their  attention  and  funds  on 
those  systems,  not  introducing  possible  conflict,  overlap,  duplication,  and 
competition  with  VR.     To; argue  that  those  programs  are  not  doing  their  job  is 
to  beg  the  question  of  why  one  turns  to  VR  to  do  it. 

It  is  argued,  for  example,  that  there  is  no  capacity  in  VR  to  serve 
children.     There  are  important  programs  to  serve  handicapped  children  that, 
could  serve  as  th^  basis  for  such  a  program  better  than  VR.     The  same  holds 
true  for  the  elderly.     For  the  severely  disabled,  such  as  certain  of  the  men- 
tally ill  and  the  developmentally  disabled,  there  is  the  fear  that  the  produc- 
tion goal  of  rehabilitation  would  cut  off  services  to  certain  persons  which 
under  these  other  ^^tems  would  be  provided.     In  one  visit,  one  program  direc- 
tor showed  proudly  the  progress  that  had  been  made  over  3  years  with  a  particu- 
^larly  disabled  youth.     The  youth  could  now  dress.     A  VR  director  commenting  on" 
essentially  the  same  example  felt  that  it  was  well  and  good  if  they  could  get 
the  funds  for  such  work,  but  he  clearly  thought  they  were  "wasted"  when  he 
pointed  out  that  he  had  to  close  intake  for  lack  of  funds  for  services  to  per- 
sons he  could  vocationally  rehabilitate.     It  was  his  preference  to  leave  such 
services  to  the  other  programs  and  the  question  of  resources  to  the  political 
process. 

Since  our  study  was  unable  to  f4.nd  evaluations  of  the  operations  of 
social  service  programs,  we  cannot  speak  knowledgeably  about  their  relative  ^ 
strengths  or  weaknesses.    We  can  speak  to  the  difficulty  we  had  in  finding 
exantplea  of  good  cooperation  between  VK  and  social  services  on  any  kind  of 
systematic  and  ongoing  basis.     This  leads  us  to  speculate  that  if  the  program 
for  independent  living  were  to  be  designed  on  the  assumption  that  VR  and  ^social 
services  will  wor^  together ,  it  is  likely  to  fail.    Probably  the  authority 
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^    should  be  lodged  fully  in  one  program  or  another.     The  expectation  that,  even 
within  programs  for  the  disabled,  good  case  management,  referral,  and  other 
arrangements  for  tha  benefit  of  a^iven  client  can  cross  program  boundaries 
appears  to  be  without  good  probability  for  realization  in  all  but  the  most  ex- 
ceptional cases* 

There  is,  of  course,  no  reason  to  think,  of  these  as  totally  either/or 

conditions.    One  could  imagine  the  Cpngress  and  the  Administration  passing 

/ 

legislation^ to  imprqye  the  ability  of  programs  in  mental  health,  social  ser- 
vices, and  developmental  disabilities  to' do  certain  things  and  to  assign  addi- 

/ 

tional  ILR  program  responsibilities  to  VR.     But  as  we  said  at  the  outset,  if 
we  get  into  too  many  variations  on  the  themes,  the  themes  will  be  hard  to 
follow.  *  ^  o 

VR-Related^  but  Other  Agency 

Section  15  of  the  1968  Vocational  Rehabilitation  Act,  authorized  an 
otganizational  entity  as  a  service  arm  to  VR  and  other  manpower  programs  for 
performing  work-evaluation  work-adjustment  assessment  (WEWA)  and  services. 
The  idea  was  that  this  autonomous  service  would  better  assist  other  programs 
if  it  were  not  solely  concerned  with  vocational  rehabilitation.     The  WEWA 
technology  was  to  be  used  for  the  disadvantaged  as  well  as  the  disabled  and 
was  not  to  b^  the  province  of  any  one  program.    Hence,  to  expand  service  to 
the  nonhandicapp,ed '-disadvantaged  without  changing  VR  requirements,  this  device 
was  established.  *  ' 

While  Section  15  became  law,  it  was  never  funded  except  in  a  few  projects. 
Thus  there  is  no  example  to  determine  how  such  a  set  of  arrangements  as  we  pro- 
pose may  work  in  practice.    Nonetheless,  the  option  of  an  ILR  program  separate 
from,  but  closely  related  to,  VR  would  solve  some  of  the  concerns  of  some  VR 

officials.  Many  of  these  persons  want  ILR,  if  it  is  to  be,  as  ^separate  pro- 
gram from  VR.     Their  reasons  are  several.     They  fear  the  cost  oS>  ILR  services, 
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•  *lf'  eomingled  with  VR,  would  be  so  expensive  as  to  sap  the' funds  from  VR.  The 
second  reason  ig  the  fear  that  independent  living  outcomes  may  be  so  aruch 
easier  to  achieve  that  the  co^unselors  will  not  make  the  extra  effort  to,  push 
on  into  vocational  rehabilitation.     Certainly,  if  an  independent  agency  were 
established  with  responsibility  for  ILR,  the  boundaries  would        clear  enough 
with  respect  to  funds  and  the  outcome  orientation  with  two  separate  counselor 
staffs.     Presumably,  any  vocational  rehabilitation  would  be  in  the  VR  program 
and  anything  short  of  that  would  be  in  ILR.     Counselors  would  simply  have  to 
achieve  their  own  goal  without  regard  to  which  is  easier. 

ILR  in  VR  Agency  '  •  *       ,  . 

Of  course,  the  ILR  could  be  set  up  within  the  agency  that  administers 
VR  with  expectation  that  the  organizational  -relationships  within  the  agency 
could  be  worked  out.     If  one  were  to  look  at  the  options,  they  would  be  most 
succinctly  described  if  ofie  thought  about  decisions  about  clients,  and  client 
flow. 

Residual  to  VR.     This  approach  would  have  the  agency  screen  clients  for 
vocational  potential.     Clients  would  be  selected  as  now.    Only  those  clients  - 
failing  or  rejected  due  to  severity  would  then  get  ILR  services  as  necessary. 
Thus,   the  pool  for  FY  1972  would  have  been  the  68,000  cases  closed  in  status 
08,  28  or  30  by  virtue  of  severity.     This  option  would  have  the  effect  of 
assuring  that  at  leas\  some  benefit  is  bestowed  on  those  for  whom  a  vocational 
outcome  is  Hot  possible. 

Separate  from  VR.     This  approach  within  the  VR  agency  wguld  be  to  set 
up  totally  distinct  unit's,  each  having  its  own  manpower  and  budget,  and  to 
establish  internal  agency  referal  procedures.     This  option  may  be  so  rigid  as 
to  constitute  an  internal  agency  option  much  like  the  independent  agency  re- 
lated to  VR  described  above! 
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Melange  Program.     In  this  approach,  there  would  be  no, distinction  be- 
tween the  programs.    Any  handicapped  persons  arriving  at' intake  would-be  pro- 
vided the  services  from  which  they  could  benefit,  for  as^long  as  they  could 
benefit,  regardless  of  outcome.     Thus,   there  could  be  few  "unsuccessful"  out- 
comes, since  most  people  would  be  rehabilitated  to  a  vocation  or  to  independent 
living.  ^  ^  ^ 

Precedent  Program  to  VR.     In  this  approach,  the  ILR  program  would,  in 
effect,  be  the  evaluation  arm  and  service  provider  as  in  Extended  Evaluation. 
All  handicapped  persons  wishing  services  would  apply  and  be  seen  by  the  ILR 
program,  which  would  determine  that  their  ILR  needs  were  met,  and  only  then 
refer  them  to  VR.     Thus  the  VR  program  should  experience  fewer  npnrehabilita- 
ted  because  most  of  the  people  VR  would  see  would  have  had  most  of  their  .needs 
met,  except  for  vocational  needs. 

There  is  one  othet  area  of  option  which  could,  influence  some  of  the  op- 
tions-given above,  which  were  based  on  services  to  the  individual.     In  this 
model,  services  may  be  provided  to  the  family,  but  only  when  related  to  the 
progre^.g  of  the  indivi'dual  toward  th6  goal.     In  family  rehabilitation,  the 
^l^family  is  the  client  and  the  rehabilitation  unit.     The  idea  is  that  the  family 
is  what  helps  or  hurts  the  handicapped  individual,  or  indeed  the  nonhandicapped 
individual. 

The  idea  of  rehabilitating  an  entire  family  is  probably  best  described 
in  the  program  of  the  Arizona  Job  College  (AJC) .  This  organization  accepted 
for  rehabilitation  intact  families  of  very  poor,  rural  minorities  in  a  small 
tox^  outside  of  Phoenix.  The  idea -behind  it  was  that  it  doesn't  pay  to  put  a 
lot  of  training  into  a  man  to  get  him  a  job  if  his  family  has  never  lived  in 
a  house  with  indoor  plumbing  or  they  cannot  make  nutritious  meals.  The  pro- 
gram brought  the  entire  family  to  the  site  of  the  AJC,  where  they  moved  into 
trail^ers  with  full  modern  furnishings.     They  were  taught  how  to  deal  with. 
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flush  toilets,  garbage  disposals,  and  other  modern  appliances.     While  the 
breadwinner  was  undergoing  vocational  training,  the  spouse  was  learning  how 
to  take  care  of  a  home,  how  to  buy  and  cook  nutritious  meals,  how  to  repair 
appliances,  and  even  to  acquire  a  secondaty  market  skill.     The  children  were 
in  Head  ^tart  or  special  classes.    'Parent-chil4  training  programs  were  insti- 
tuted as  well  as  other  counseling  on  problems  such  as  drinking  or  wife-beating. 

Health  care  was  provided,  as  wal3' legal  counseling,  both  because  threse  were  poor 

e 

people  with  more  than  their  usual  scrapes  with  legality  and  also  because  these 
are  the  persons  most  easily  ripped  off  by  the  shady  side  of  the  market  place. 

This  is  expensive  rehabilitation,  but  it  seems  to  have  more  promise  fo;- 
these  very  difficult  cases  than  the  more  fragmented  way  in  which  it  is  done  in 
most  places.    And  since  no  one  has  ever  totaled  up  what  those  fragmented  costs 
may  be,  there  is  no  way  to  say  for  sure  this  method,  with  its  visible  budget, 
is  or  is  not  more  expensive.     It  does  show  promise  for  being  effective. 

For  the  severely  handicapped  such  an  approach  may  also  be  more  effective ^ 
Adjustment  to  severe  disability  is  a  family  problem.    Adjusting  to  a  disabled  ^ 
person's  striving  to  become  independent  is  a  family  problem.     In  some  of  the. 
Mekican-American  subcultures  tJie  disabled  are  viewed  with  such  shame  that  get- 
ting the  family  to  support  the  rehabilitation  process  is  very  difficult,  and 
often  the  program  fails.     What  is  needed  in  such  instances  is  not  just  family 
services  but  family  rehabilitation.    As  A  inodel  it  has  been  tried  and  found 
promising  but  with  n^ny  questions  unasked--   However,  it  is  clear  that  this  is 
a  different  model  for  rehabilitation  than  underpins  the  options  which  went 
before. 

Then  there  are  those  who  would  promote  a  network  of  comprehensive  medi- 
cal rehabilitation  centers,  much  like  the  spinal  cord  injury  centers  or  similar 

units  for  other  conditions.     The  logic  of  this  approach  is  compelling  in  a 
variety  of  ways.     The  medical  management  and  medical  rehabilitation  aopects 
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of  services  to  the  severely  handicapped  are  significant,  ongoing,  and  often 
unfunded  by  health  insurance  or  public  health  prograins.     Giving  the  individual 
^intensive  care  with  respect^  to  his  condition  and  all  of  its  ramifications,  in- 
eluding  self-care  and  vocational  rehabilitation,  has'.b<^n  ahown  efficient  and 
effective  in  su9h  centers.     It  is  expensive  care,  no  doubt,  but  for  the  most 
part,  once  the  research  and  training  aspects  are  capitalized,  seems  to  be  quite 
cost-effective;  :  Extension  of  these  medical-professional  jnodels  into  areas 
other  than  spinal  injury  and  stroke,  however,  raises  serious  questions  of  con- 
sumer  discretion.     There  are  many  who  feel  that  these  modelai  impose  tpon  the 
otherwise  competent  individual  a  crushing  expectation  of  dependency  on  the 
professional's  judgment,  often  without  the  involveilent  of  the  individual. 

It  seems  to  us  that  such  centers  are  needed  in  more  places,  and  with 
that  they  should  be  broadened  in  scope  from  those  now  functioning.    We  feel, 
however,  that  they  then  become  resources  to  the  various  State  agencies  rather 

}  .'^ 

than  the  primary  service  core.     Some^^roWams.  in  rehabilitation  centers,  such 
as  Texas  Rehabilitation  Research  Institute,  have  demonstrated  some  good  ability 
to  take  clients  beyond  the  medical  dimensions  and  into  the  community,  but  the 
experience  is  limited  atid  expensive  compared  to  the  need.     State  agency  pro- 
grams which  utilize  the  strengths  of  CMRCs  more  fully  for  this  population,  but 
which  reserve  to  th-^selves  the  counseling,  coordination,  and  case-mdnagement 
role,  suggest  to  us  a  more  viable  approach. 

Coverage  for  ILR  '  ■  ^ 

If  a  program  or  independent  living  rehabilitation  took  the  form  in^  the 
vetoed  bills        that  is,  a  separate  program  --  the  question  of  who  should  be  . 
eligibla  must  be  handled.     From  some  of  ths  preceding  options,  -the  eligibility 
criteria  appear  obvious.     For  a  residual  VR  concept  of  an  ILR  program,  the 
eligibles  could  be  those  selected  initially  as  potential  VR  clients  who  fell 
short.     (In  such  cases  it  would  be  important  ^o  be  on  guard  for  instances 
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where  the  counselor  accepted  clients  initially  for  ^services,  knowing  full  well 
the  person  irtay  have  no  VR  potential,  but  was  in  need  of  the  services.) 

Other  models  are  not  so  clearT    A  definition  of  severity  must  be  imposed 
if  the  program  is  to  remain  within  fiscal  constraints  and  focused  on  the  most 
severely  disabled.     The  options  for  screening  the  eligibles  on  th^  basis  of 
severity  and  dis^ility  are  roughly  as  follows:  ^ 

All  of  the  handicapped  could  be  screened, ^ut  only  those  with  proven 
lack  of  VR^  potential  w^uH  be  referred.     The  criteria  for  inf  easibility  could 
range  from  the  current , program,  which  is  highly  dependent  on  age  as  a  proxy, 
pr  it  could  use  standardized  instruments  nationwide,  such* as  a  Barthel  score. 
Persons  above  a  certain  point  ivould  be  accepted  for  ILR  it  there  were  agree- 
(    ment  there  was  no  vocational  objective.     vJriation&  on  this  theme  would  Include 
development  of  a  severity  scale  and  further  assessment  instruments  for  deter- 
mining motivation  and  other  barriers  along^ with  severity.^ 

Another  method  would  be  one  suggested  in  the  previous  bills,  a  cost- 
duration  model.     That  model  posits  that  severity  can.be  captured  as  cases  with 
long  duration  and  higher  than  usual  or  average  costs.     There  are  a  number  of 
problems  with  the  cost-duration  model,  but  it  does  serve  t^e  function  of  being 
objective  in  definition.  < 

There  ar^  those  who  woul^d  propose  that  the  ILR  program  be  limited  at  the 
outset  to  the  physically  handicapped  in  the  18-64  age  group.     The  theory  is  two- 
fold.    The  mentally  ill  and  mentally  retarded  have  service  delivery  systems, 
as  do  children  and  the  aged.     It  is  primarily  the  phy^cally  disabled  without 
VR  potential  that  are  largely  unserved.     The  second  point  is  that  VR  knows  the 
most  about  the  physically  handicapped  and  is  most  likely  to  be  successful  in  a 
•  new  program.     The  argument  here  is  that  if  there  is  to  be  growth,  the  other 
groups  could  come  in  later  when  the  program  was  running  and  expansion  would 
not  be  such  a  difficulty. 
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'     It  mu6t  be  decided  whetl^er  eligibility  extencis  to  persons  served  in 
institutional  programs,  especially  the  aged.     The  criteria  of  age  becomes 
largely  meaningless  when  looking  at  ILR.    We  have  pointed  out  that  age  is* 
partly  useful  as  a  VR  screen  because  pf  the  nature  of  the  labor  market,  humani- 
tarian  impulses  aside.     There  is  no  reason  to  use  age  at  all  in  ILR  when  the 
outcome  could  well/fee  enhanced  self-care.    The  screenout  criteria  may  be  more 
important  in  such  cases.     At  some  point  an  elderly  person  with  progressive 
chronic  b«ain  syndrome  can  ofily  be  watched,  not  rehabilitated.    Neither  the 
custodial  dimension  nor  tj;ie  medical  management  shoul^  be  within  the  province 
of  the  ILR  program  unless  it  is  to  be  no  more  tlian  another  name  for  long-term 
care.  ' 

In  large  measuii^,  the  decision  of  who  will  be  served  is  a  function  of 
the  policymaker's  willingness  to  make  investments.    At  this  time,  there  is 
little  firm  evidence  that  retooling  part  of  the  VR  system  to  serve  the  severely 
disabled  without  VR  potential  will  be  very  good  for  anyone  but  the  working-age 
group  of  physically  handicapped.     There  are  some  isolated  projects  which  suggest 
that  rehabilitation  of  the  aged  and  of  childreh  could  be  feasible,  but  on  a 
small  scale^nitially.     There  is  some,  but  again  limited,  evidence  that  In  a 
team  situation  VR  can  work  with  institutionalized  mentally  ill.     However,  when 
thp  restoration  aspect  begins  to  take  on  major  proportions,  especially  when  that 
has  little  to  do  with  routine  medical  management  as  is  the  case  of  paraplegics 
and  quadriplegics,  there  is  substantial  ambiguity  as  to  whether  rehabilitation 
should  be  involved,  even  with  an  independent  living  objective.     For  example, 
heroin  addicts  undergoing  methadone  treatment  may  be  candidates  for  ILR,  since 
.many  are  poor  candidates  for  VR,  judging  from  current  experience.     But  what 
might  an  ILR  role  be?     The  same  issue  would  hold  for  a  chronic  schizophrenic 
who  could  be  assisted  to  lea\(^^he  mental  hospital  after  20  years  if  someone 
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were  to  supervise,  to  assist  with  ad jus^hifent ,  to  assure^medication  is  taken, 
but  such  management  is  largely  the  province  of  long-term  care  with  little  con- 
^cem  for  rehabilitation , ^ even  independent  living  rehabilitation.     Given  the 
great  promise,  though,  some  suggestions  are  made  for  demonstrations  into  the 
issues.  ^ 

Services  to  the  homebound  are  also, an  area  of  need,  but  one  which  should 

) 

^    be  fully  investigated  before  a  major  program  ts  undertaken.     Technological  break- 
throughs  such  as  the  electric  vjheelchair  have  radically  chan&ed  the  issue  of  .'^ 
who  is  homebound,'  but  such  significant  events  are  rare  and  the  costs  are  high. 
Not  only  will  the  research  be  necessary  but  also  the  marketing  of  products  at 
prices  the  severely  disabled  can  afford.     Thus,  we  feel  that  there. are  many 
persons  who  are  homebound  who,   like  the  CIL  group,  would  be  not  so  limited 
if  they  had  the  motivation,  the  resources  for  the  wheelchairs,  the  accessible 
homes  and  jobs  and  transportation.     But  then,  many  persons  are  homebound  less 
by  tradition  and  expectation  than  by  their  location  and  age.     In  rural  areas 
with  limited  service  and  mobility  and  employment  opportunities,  and  in  many 

<l    households,  it  is  expected  that  the  severely  disabled  will  be  at  home.  We 
must  not  forget,  too,  many  are  so  impaired  that  unassisted  mo^^lity  and  self- 
care  will  be  beyond  them,  as  is  the  case  with  some  cerebral  palsied  persons. 

This  is  not  to  say  that  communications,  learning,  even  productive  acti- 
vity  cannot  occur.     They  must  occur,  however,  within  the  home  for  the  most  part. 
Many  homebound  programs,  where  they  exist,  still  look  like  medieval  cottage 
industries  relying  on  weaving,  doll-making,  and  the  like.     There  is,  promise, 
however,  for  better*     In  California,  experiments  are  being  made  in  having 
severely  homebound  persons  handle  peak-load  ti^eting  requests  for  airlines, 
since  Tthey  can  have  phones  and  the  necessary  terminals  right  at  home.  Since 
.this  also  saves  the  airline  the  cost  of  office  space,  it  seems  of  advantage  to 
them.    Cable  TV  whiih  would  send  and  receive  two-way  cou'ld  become  a  major 
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HETaining  device  as  well  as  a  way  to,  bring  the  homebound  into  Jobs  where  their 
responsibilities  included  observation.     Again,  these  are  areas  which  further  o 
investigation  seems  called  for. 
Modifying  Other  Programs 

There  are  a  number  o£  suggestions  which  should  be  very  attractive  in 
achieving  Congressional  desires  to  expand  services  to  the  severely  disabled. 
When  ^uch  desilje,  however,  resides  in  ,one  Committee  and  the*prQgrain  to  be  modi- 
*      fied  resides  in  another,  one  feels  little  hope  for  success.    There  are  no 

particularly  ,good  mechanisms,  it  would  appear,  for  one  Committee  to  really  re- 
late to  another  with  respect  to  its  concerns,  especially  when  there  may  be 
differences  in  opinion  as  v/ell  as  jurisdiction. 

a 

Thus,  in  a  hopeful  vein  rathqr  than  an  assertive  one,  we  suggest  several 
possible  candidates  that  coald  with  quick  result  open  the  opportunities  for  im- 
proved services.  *  • 

T'or  example,  a  larger  proportion  of  the  severely  disabled  aged  18-6A  migh^ 
receive  Social  Security  Disability  Insurance ror  SSI,     This  sizeable  number  could 
have  vastly  expanded  assistance  if  the  regulations  governing  payment  for  rehab- 
ilitation services  with  100  percent  Federal  money  were  riot  so  narrow  as  at 
present.     For  instance,  if  th6  mandatory  referral  to  VR  were  under  conditions  * 
that  the  individual  v/as  to  receive  those  services  from  which  clear  benefit 
could  be  received  tov/ard  a  vocational  or  self -care  improvement,  far  more  ser- 
vices  could  be  provided  to  far  more  persons. 

If  Medicaid  and  Medicare  rules  v;ere  such  that  a.  screening  by  rehabili- 
tation experts  was  required ^shortly  before  or  after  a  placement  in  a  nursing 
home  or  other  facility,  ^With  an  eye  to  a  program*  o^  rehabilitation  for  get- 
ting the  individual  into  a  community  setting  or  his  own  home,  then  one  would 
expect  some  changes  in  the  allocation  of  government  costs  of  people  in  those 
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faculties ,  and  another  source  of  services  to  the  severely  disabled. 

/       Along  the  line  of  modifying  o.ther  programs,  it  might  be  suggested  that 
part  of  the  authority,  and  the  funds,  for  serving  the  blind* and  disabled  should 
be  moved  fro%  Title  XX  to  rehabilitation" \f  one  is  convinced  that  rehabilita- 
tion will  be  more  effective  than  social  services. 
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OPERATIONAL,  DEFINITIONS-  OF  INDIVIDUALS 
•     .  WHO  ARE  SEVERELY' HANDICAPPED 


Introduction 


In  a  previous  section  of  this  report,  we  defined  a  number  of  key  terms 

0   "  V    --^  "  ^ 

which  are  critical  to  an  understanding  of  'the  major  policy  issues  raised  by  ^ 
this  study.    As.  defined  in  this  study,  the  residual  limitation  resulting  from 
ti  congenital  defect,  disease^  or  injury -is  an  impairmbnt ,    An  individual  with 
an  impairment  has  a  disability  if  he  is  unable  to  perform  some^  key  life  funct- 
ions over  ^  period  of  time  (e.g.,  ability  to  care  for  oneself).    When  the 
disability  is  such  that  the  environment  imposes  impediments  to  the  individual's 
goals  —  to  travel  to  work,  for  example        the  individual  has  a  handicap.  These 
definitional  conventions  provide  a  useful  framework  for  understanding  the  results^ 
of  numerous  surveys,  analyses,  and  literature  reviews.    They  are  not  particularly 
helpful,  "hbw^et,  in  giving  providers  of  rehabilitation  services  guidafice  in 
establishing  priorities  in  serving  individual  clients. 

A  frequent  criticism  leveled  at  Stat^  vocational  rehflibilitation  counse- 
lors is. that  they  acobpt  into  the  rehabilitation  process  those  people  whd'  appear 
easiest  to  rehabilitate  and  reject  the  more  difficult  ones.    A  second  criticism 
is  that.their  eligibility  decisions  are  based  on  arbitrary  factors  rather  than 
objective  charactei^istics.  1 
-  .  In  this  section,  we  focus  on  how  the  Vocational  Rehabilitation  program 

could  operationally  define  individuals  v7ho  •are  severely  handicapped.    A  valid 
operational  method  of  defining  severity  is  essential  in  order  to  measure  the 
progress  of  State  VR  agencies  in  carrying  out  the  Congressional  mandate  of 
placing  prioiKty  consideration  on  serving  the  severely  handicapped  and  to 
identify  those  who  might  fit  under  a  new  program  for  independent  living.  We 
eK^lore  four  a^emative  methods  that  may  be  used  to  operationally  define 
severity,  including  that  which  is  currently  published  by  the  Rehabilitation 
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Services  Administration.    These  ^ur  metrKbds  are  byl  no  means  exhaustive,  nor 
are  they  mutually  exclusive.    They  do  sugge8t7"%ow«ver ,  some  of  th^^osslble 
ways  to  operationally  define  severity.    The  perceived  advantages  and  disadvan- 
tages of  each  of  these  methods  are  discussed  in  the  conclusion  of  this  ^ection>. 

Alternative  Methods  of  Operationally  Defining  Severity^^ 

1.     Current  RSA  Guidelines^ 

The  current  guidelines  for  establishing  the  seVQi:v4rt5r\^  fdisability  re- 
volve art>und  .disability  type,  although  ot;her  characteristics  of  individuals 
may  be  cons^idered .  .yThere  are  four  elements.in  the  present  system.     The  first 
Is  disability  type.     Individuals  who  have  particular  disability  types  such  as 
blindness  in  both  eyes,  orthopedic:  impairments  involving  three  or  more  -limbs, 
or  multiple  sclerosis,  as  v/ell  as  a  number  of  other  disabilities  are  presumed 
to^e  severely  handicapped.    Other  disabi lit ies  .may  also  lead  to  an  individual 
being  regarded  as  severely  disabled  if  certain  other  conditions  which  render 
^1:he  disability  more  severe  are  present.  "  Examples  erf  this  latter  group  include 
blindness  in  one  eye  with  the  other  eye  defective  and  epilepsy,   if  not  seizure- 
free  for  t^o  yeard. 

"Current  guidelines  on  psychotic  and  psychoneurotic  disorders  state  that 
a  person  is  severely  mentally  handicapped  if  th^t  person  is  now  requiring  insti- 
tutional care  in  a  mental  hospital  ox  psychiatric  ward  of  a  general  hospital; 
or  has  a  history  of  being  institutionalized  for  tre^^atment  for  three  months  or 
more,  or  on  multiple  occasions;  or  meets  the  descriptions  for  moderate  or  severe, 
^  Finally,  individual  cases  with  documented  evidence  of  loss  and  limita- 

tions meeting  the  criteria  of  certain  Functional  Limitations  Factors  are  also 
considei^ed  to  be  severely  handicapped.     In  this  grouping  are  those  conditions 


1.  For  a  complete  listing  of  the  RSA  guidelines,  see  Rehabilitation  Services 
Manual.  Statistical  Reporting  System.   (DHEW,  1974) . 
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whether  a  jingle  disability  or  a. combination  of  disabilities,  which  when  pre- 
sented in  terms  of  clinical  description  and  functional  limitations,  the  State 
agencjr  can  use  to  determine  that  a  substantial  loss  of  functional  capacity  and 
restriction  of  activity  exists.     These  functional  limitations  include:   (1)  in- 
ability to  make  use  of  public  bus  or  train;  or  (2)  inability  to  perfomn  sus- 
tained worlc^ activity  for  six  hours  or  more;  or  (3)  disfigurement  or  deformity 
io  pronounced  as  to  cause ''social  rejection;  or  (4)  speech  unintelligible  to 
nonfamily  member^;  or  (5)  inability  to  climb^  orte' flight  of  stairs  or  walk  100 
yards  on  the  level  v/ithout  pause^  or  (6)  the  loss  of  manual  dexterity  or  co- 
ordination  sufficient  that  a  client  is  unable  to  button  buttons,  wind  a  watch, 
or  i^rrite  Intelligibly*.  ' 

Tn  addition  to  meeting  one  of  the  criteria  specified  above,  the  client 
must  require  multiple  vocational  rehabilitation  services  over  an  extended  per- 
iod of  time  in  order  to  be  classified  as,  severely  handicapped. 

The  present  method  used  by  VR  to  define  se^jerity  has  both  advantages 
and  disadvantages.,    une  of  the  major  advantages  is  that  it  is  well  known  and 
widely  acdepted  by  those  in  the  rehabilitation  field.-  As  mentioned  previously, 
in  our  nationwide  survey  of  providers  of  rehabilitation  services,  the  vast 
majority  of  respondents  (80  percent)  Jfelt  that  the  current  RSA  definition 
.provides  an  adequate  definition  of  severely  handicapped  individuals  for  vo- 
cational rehabilitation  purposes. 

Another  advantage  of  the  present  system  is  the  flexibility  and  discre- 
tion which  it  affords  the  counselor  in  assessing  the  employment  potential  of  a 
prospective  client.     Counselors  generally  feel  that  this  discretion  is  necessary 
to  accurately  assess  each  case^  0:1  an  individual  basis. 

^       The  fiexibility  of  the  system  can  be  illustrated  by  the  severe  disfig- 
urement criteria  spelled  out  previously.     In  some  instances,  employers  may  not 
hire  an  individual  because  of  his  physical  appearance,  although  the  individual 


ERLC 


740 


724 


may  have  minimal  physical  limitations.     For  example,  the  client  with  severe 

/ 

facia l^disfi^urement  may  have  a  high  phys/cal  functioning  rating  but  never  be 
able  to  obtain  a  job  on  his  own  because  of  employer  prejudice.     The  present 
system  allows  the  counselor  to  consider  this  person  as  severely  handicapped. 

The  system  also  permits  co^ideration  of  motivational  factors  and' an 
individual's  self-image.    For  example,  an  individual  who  would  score  high  on 
a  scale  measuring  functional  ability  may  be  so  distraught  by  the  nature  of 
his  disability  that  he  cannot  face  family  or  friends,   let  alone  a  prospective 
employer.     His  emotional,  state,  then,  more  than  his  physical  condition  may 
create  the  severity  of  the  disability.  '  ► 

Persons  with  multiple  sclerosis,  muscular  dystrophy,  or  sickle  cell 
anemia  may  show  little  physical  dependence  but  may  still  need  selective  and 
individualized  counseling  and  placement  because  of  the  progressive  nature  of 
their  disabilities.     These  individuals  need  the  correct  rehabilitation  service 
and  job  placement  from  the  beginning  of  their  contact  with  VR. 

A  major  disadvantage  of  the  current  s/stem  is  the  fact  that  it  does  not 
explicitly  take  into  a(5count  environmental  factors  such  as  age,  income,  or 
education.     For  example,  consider  the  case  of  the  individual  who  is  blind  in 
both  eyes,  who  had  practiced  law  for  a  prestigious  law  firm  and  earned  a  sub- 
stantial salary  over  a  number  of  years.     According  to  the  current  system,  if 
this  individual  became  unemployed,  he  would  be  classi/ied  as  severely  handi- 
capped, regardless  of  any  of  the  other  factors  qr  the  level  of  his  financial 
assets. 

There  is  another  problem  with  using  diagnostic  labels  to  defcermi^  sever- 
ity  of  handicap.     It  has  come  to  our  attention  during  this  study  that  many 
persons  who  are  blind,  retarded,  using  wheelchairs  or  otherwise  severely  dis- 
abled in  the  present  system  object  to  the  stereotyping  which  can  result  from 
being  labelled  "severely  disabled."    This  type  of  stereotyping  is  part  of  the 
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same  set  of  attitudinal  barriers  they  have  to  face  from  employers  and  others 
with  whom  they  have  to  associate.  ^ 

The  ambiguities  of  the.  current  system  also  present  some  problems.  In 
the  most  recent  Program  and  Financial  Plan  submitted  to  DREW,  various  State 
VR  agencies  claimed  that  from  15  to  60  percent  of  their  clients  were  severely 
handicapped.     The  wide  range  in  this  statistic  suggests  that  either  State  agen- 
cies are  operating  very  differently  in ^carrying  out  the  Congressional  mandate 
to  serve  the  severely  handicapped  or  that  the  current  operational  definition 
used  by  State  agencies  is  so  vague  as  to  allow  for  wide  reporting  discrepancies 

Finally,  as  we  have  demonstrated  in  the  chapter  on  definitions,  there 
is  only  a  minimal  relationship  between  diagnostic  labels  and  severity  as  mea- 
sured  by  actual  functional  limitation.   (See  Table  27-1). 

2.    Extended  KSA  Guidelines 

One  method  for  meeting  some  of  the  objections  to  the  Current  R-300  guide 
lines  would  be  to  extend  those  guidelines  so  that  only  subgroups  of  each  diag- 
nostic  type  would  be  considered  to  be  severely  handicapped. 

As  one  example,  the  current  RSA  guidelines  qualify  all  individuals 
afflicted  by  epilepsy  as  severely  handicapped  if  they  have  not  been  seizure- 
free  for  2  years.     Extended  guidelines  might  classify  various  types  of  indi- 
vidual3^  according  to  both  the  type(s)  of  seizures  they  experiente  and  the 
frequency  of  their  occurrence,  as  illustrated  by  the  guidelines  used  by  the 
State  of  Massachusetts. 

Epileptic  seizures  can  be  divided  into  four  major  types  which  may 
occur  separately  or  in  combination.     Th^se  major  types  and  the  frequency  of 
their  occurence  are  described  as  follows: 

/  • 


2.  Massachusetts  Rehabilitation  Commission,  Professional  Manual  of  Policies 
and  Procedures  (Boston:  The  Commission,  1972). 
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Table  27-1 


Disability  Type  by  Severity 


Total  Barthel  Scores' 


R-300 
Disability 
y  Type  \l 

Totally 
Dependent 
(0-20) 

Severely 
Dependent 
(21-61) 

Moderately 
Dependent 
(62-90) 

Slightly 
Dependent 
(91-99) 

°  Independent 
(100) 

1  ■  Jl  

Total 

V 

N 

1 

N 

% 

N  . 

% 

N 

Z 

N 

%  ■ 

N 

X 

Visual 

1 

5 

2 

10 

2 

10 

15 

75 

20 

100 

Hearing 

1 

11 

8 

89 

'  9 

100 

3  +  limbs 

17 

19  , 

22 

25 

24 

27 

10 

11 

16 

18 

f 

100 

Side 

6 

15 

13 

33 

4 

10 

16 

41 

49 

100 

Upper  limb(s) 

1 

3 

7 

23 

7 

23 

15 

50 

30 

100 

Lower  limb(s) 

3 

3 

15 

14 

34 

32 

.20 

19 

34 

32 

106 

100 

Xt*  1  m  It      K    r»  It 

spine 

4 

2 

9 

5 

67 

37 

31 

17. 

71 

39 

182 

100 

Amputations 

2 

8 

3 

12 

8 

33 

3 

12 

8 

33 

24 

100 

Mental  * 

/ 

2 

17 

■ 

10 

83 

12 

100 

Neoplasms 

4 

50 

.  4 

50 

8 

100 

Allergies 

1 

2 

7 

17 

4 

10 

29 

71 

41 

100 

Blood  diseases 

1 

17 

1 

17 

4 

67 

6 

100 

Epilepsy 

1 

2 

7 

16 

4 

9 

31 

72 

43 

100 

Cardiac 

6 

4 

48 

3Q« 

17 

11 

90 

56  • 

161 

100 

Respiratory 

2 

7 

7 

24 

6 

21 

14 

48 

29 

100 

Digestive 

10' 

48 

2 

10 

9 

43 

21 

100 

Genitourinary 

4 

29  / 

2 

14 

8 

57 

14 

100 

Speech 

1 

20 

4 

80 

5 

100 

Other 

1 

2 

2 

5 

17 

40 

9 

ft 

21 

13 

31 

42 

100 

TOTAL 

28 

3  . 

68 

8 

264 

30 

122 

14 

399 

45 

881 

100 

1.     The  K-300  file  contains  data  on  all  persons  who  contact  the  Rehabilitation 
Services  Administration.    These  diagnostic  categories  are  taken  from  the  1969 
definitions  in  effect  vrtien  these  individuals  were  closed  from  VR.    The  categories 
were  altered  somewhat  in  1973.  ,  ».  . 

1.     The  total  Barthel  score  is  a  measure  of  an  individual's  ability  to  care 
for  himself  and  move  around. 
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a.    Grand 'Mai  (the  great  illness)  is  the  most  common  and  most 
disturbing  of  the  seizure  types.     It  is  a  true  convulsion. 
The  following  are  typical  of  grand  mal  seizures;     (1)  there 
may  be  a  premonition  (aura)  which  may  consist  of  a  feeling  of 
dizziness,  visual  problems,  the  detection  by  the  epileptic  of 
a  strange  smell  or  strange  sound,  nausea,  or  other  symptoms,  , 
which  the  epileptic  comes  to  recognize  as  the  warning  of  a 
coming  attack;   (2)  sudden  loss  of  consciousness;  (3)  a  tightening 
of  the  muscles  with  the  body  rigidly  extended  (the  tonic  spasm) 
which  usually  lasts  from  1  to  3  minutes ;   (4)  jerking  movements 
of  the  head,  ainns^  and  legs  (the,  clonic  spasui)  which  usually 
lasts  from  2  to  3  minutes;   (5)  the  recovery  period;  and  (6)  a 
^  period  of  sleep  which  may  last  from  5  to  30  minutes  or  even, 

several  hours.     Grand  mal  attacks  may  occur  from  once  a  year 
to  several  times  a  day. 

•b.     Petit  Mal  (the  small  illness)  is  the  next  most--^common  form  of  sei- 
zure.   This  seizure  consists  of  a  momentary  loss  of  consciousness 
without  warning  of  change  in  posture  or  musele  tone.    There  is 
usually  no  confusion  following  a  petit  mal  attack.     Frequency  . 
of  attacks  may  vary  from  two  or  three  a  week  to  several  hundred 
a  day.  •  ,  ^ 

'    c.    Jacksonian  (named  for  the  English  neurologist  who  first  described 
one)  is  localized,  beginnirig  in  one  extremity  oroide  of  the 
face  and  progressing  through  the  arm  and/or  leg  on  the  same  side. 
Quite  often  there  is  no  loss  of  consciousness. 

d.     Psychomotor  (psychic)  is  the  most  formidable  type  of  seizure.  , 
During  such  in  attack,  the  epileptic  may  do  things  that  are 
purposeful  but  are  not  appropriate  to  the  occasion,  actions  of 
which  he  will  have  no  memory  afterwards.     The  length  of  the 
attack  may  vary  from  a  few  minutes  to  a. more  extended  period. 
*  of  time.     During  an  attdck,  the  epileptic  may  apt  as  if  he  were 
intoxicated;  he  may  be  irritable  and  out  of  sorts;  he  may  become 
quite  violent  and  have  to  be  restrained.     Frequency  of  attacks 
may  be  highly  variable.     It  is  not  juncommon  for  them  to  be 
associated  ^ith  other  types  of  seizures,  usually  grand  mal. 

Extended  guidelines  regarding  epilepsy  might  specify  for  example  that 

indi-viduiAls  experiencing  seizure  types  (a)  and  (d)  be  regarded  as  severely 

handicapped.    However,  the  basic  objection  to  using  diagnostic  lables  as 

proxies  for  severity  of  handicap  would  still  not  be  eliminated.     It  is 

evident  that  the  degree  to  which  any  individual  is  severely  handicapped  by 

^^a  specific  disability  depends  on  a  number  of  factors  in  relation  to  both  the 

individual  and  his  environment.     Furthermore,  as  a  survey  of  individuals 

rej'ected  from  VR  illustrated,  there  is  only  a  minimal  relationship  between 
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disability  type  and  functional  limitation. 

•3.     Functional  Limitations  -  Employ ability  Scale 

The  scale  proposed  below  was  developed  after  considering  the  results  of 
the  survey  of  peraons  rejected  from  VR,  and  tlie  provider  survey ,  whiqh  showed 
that  VR  counselors  consider  age  and  employment  history  important  factors  in 
determining  severity.     The  measures  included  in  this  scale  emerged  from  those 
two  surveys  as  the  variables  which,  in  practice,  seem  most  closely  related  to 
employment  potential, 

a.     Severely  Physically  Handicapped 

While  one  could  list  many,  many  possible  criteria  for  making  priority 
determinations  among  the  physically  handicapped,  it  is  possible  to  narrow  the 

list  to  some  of  the  most  important  and  objective  measures  of  severity.  Six 

\ 

key  measures  have  been  identified  from  the  VR  and  Provider  Survey  results: 

— Ability  to  function  independently  (as  determined  by  the  Barthel  Index) 

— Other  functional  limitations  ^ 

— Employment  history  . 

— Educational  level 

— Communication  ability 

— Age 

Ability  to  Carry  Out  Physical  Functions  Independently  (Bart^hel  Index)  .  The 
ability  of  an  individual  to  physically  function  independently  of  others  is  of 
major  importance  in  evaluating  his  severity  of  handicap  and  emplo3rment  poten- 
tial.   The  ability  to  function  independently  can  easily  be  measured  by  the  . 
Barthel  Index,  as  we  did •in  our  surveys  of  persons  rejected  by^  the  Vocational 
Rehabilitation  program  and  of  Individuals  in  Comprehensive  Medical  Rehabili- 
tation Cen^rs.     The  Barthel  Index  contains  nine  "self-care'^  items  vhich  dre"  - 
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considered  basic  to  an  individual's  ability  to  care  for  himself  and  six  addi- 
tional "mobility  items"  which  pertain  to  the  ability  to  move  around  without 
assistance. 

The  Barthel  Index  has  five  categories  which  measure  the  extent  t)f  deRjan- 
dency  in  self  care  and  mobility: 
Score 

0-20  Totally  Dependent" 

21-61  Severely  dependent 

62-90  Moderately  Dependent 

91-99  Slightly  Dependent 

100  Independent 
These  scores  were  derived  frqwi  the  Barthel  scale,  which  assigns  weights  to 
each  item  on  the  Barthel  Index  in  the  manner  illustrated  below.     The  total 
Barthel  ^core  is  considered  to  be  a  more  accurate  indicator  of  physical  depen 
dence.than  either  of  its  two  subscores,  "self-care"  and  "mobility." 
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BARTHEL  INDEX  SCORING 


*  ■ 

ADL  FUNCTIONS 

Can  do 
be  self 

Can  dn  u^  tVi  humAn 
aHSifltancp  \Snmpnnp 
pIrp   in  hrhaI  1 V  tit^p— 

C     OC                UO  UO         y         1.  c 

sent  when  client 
does  this) 

Cannot  do 
at  all 

Drinking 

4 

0 

0 

Eating 

6 

0 

0 

.  Dressing  upper  body 

5 

3 

0 

Dressing  lovrer  body 

7 

4 

0 

Putting  on  brace  or  artifi- 

cial limb 

0 

2 

Not  applicable 

Grooming 

0 

0 

Washing  or  bathing 

6 

0 

0 

Bladder  continence 

10 

5  (accidents) 

0  (Incontinent 

Bowel  continence 

10 

5  (accidents) 

. 6  (Incontinent 

SELF  CARE  SCORE  (MAXIMUM  53) 


/ 


FUNCTIONS 

Can  do 
by  self 

Can  do  with  human 
assistance  (someone 
else  is  uj^sually  pre- 
sent when  client 
does  this) 

Cannot  do 
at  all 

Getting  in  or  out  chJair 

15 

7 

0 

Getting  on  or  off  toilet 

6 

3 

0 

Getting  in  or  out  of  tub  • 

or  shower 

1 

0 

0 

•Walking  50  yards  on  level 

15 

10 

0 

Walking  upvor  down  one 

flight  pf  stairs 

10 

5 

0 

IP  NOT  WALKING: 

Propelling  or  pushing 

wheelchair 

5 

0 

0 

MOBILITY  SCORE:   (Maximum  47) 


TOTAL  BARTHEL  SCORE:   (Maximum  100) 


ERIC 


747 


731 

A  very  low  score  on  the  Barthel  Index  (i.e.,  0-20)  is  a  necessary  and 
sufficient  condition  to  establish  that  an  individual  is  most  severely  handi- 
capped.    Such  severely  handicapped  would,  in  general,  not  be  suited  to  the 
traditional  VR  program  unless  a  given  agency  had  a  special  program  for  the 
severely  handicapped.     An  independent  living  ptogram  which  included  the  services 
of  a  rehabilitation  facility  and/or  a  special  program  for  job  training  and 
placement  for  the  severely  handicapped  (e.g.,  the  program  at  George  Washington 
University) 3  would  probably  better  suit  the  needs  of  these  Individuals. 

Under  the.  Functional  Limitation-"Employability"  Scale  described  here, 
individuals  with  Barthel  scores  between  21-61  would  be  classified  as  severe 
for  VR  purposes  and  receive  priority  consideration  for  services.     For  individuals 
with  Barthel  scores  above  61,  other  criteria  must  be  utilized  in  making  final^ 
decisions  as  to  severity.    Any  one  of  the  criteria  presented  in  the  following 
paragraphs  (other  functional  ^imitations,  poor  employment  history,  l^ow  educational 
ievel,  communication  impairment,  or  greater  age),  in  conjuction  with  Barthel 
scores  of  62-90,  would  be  sufficient  to  classify  an  individual  as  severely 
handicapped  for  VR  purposes.     Any  two  of  the  criteria  in  conjuction  with  a 
Barthel  score  above  90  also  would  be  sufficient  to  qualify  an  individual  as 
sever eJLy  handicapped. 

Individuals  with  Barthel  scares  above  61  but  who  do  not  possess  any  of 
these  other  characteristics  would  not  qualify  as  severely  handicapped.  They 
WQuld  be  eligible  for  VK  services,  but  would  not  be  given  priority  consideration. 

Other  Functional  Limitations:    While  the  Barthel  Index  provides  a  conven- 
ient summary  scale  for  measuring  independence  in  self  care  and  mobility,  certain 

3.     Specialized  engineering  and  placement  services  for  the  severely  handicapped 
are  provided'  under  this  program.  • 

/  ' 
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functional  limitation  items  provide  useful  supplementary  information  about  an 
individual's  ability  to  function  in  order  areas  of  daily  living.     In  the  VR 
and  CMRC  surveys,  three  items,   (1)  lifting  or  carrying  weights  of  10  pounds, 
(2)  stooping,  bending,  or  kneeling,  and  (3)  reaching  with  both  arms,  appeared 
to  be  especially  discriminating.    These  items  reflect  abilities  which,  in  most 
instances,  appear  crucial  in  evaluating  an  Individual's  work  potential.  Under 
the  model  described  here,  an  individual  would  be  asked  if  he' could  do  each  item 
with  no"  difficulty ,  some  difficulty,  or  not  at  all.     If  an  individual  could  not 
(1)  lift  or  carry  weights  of  ei)out  10  pounds,  (2)  stoop,  bend  or  kneel, -or  (3) 
reach  with  both  arms,  and  had  a  Barthel  score  of  62-90,  he  would  then  be 
classified  as  severely  handicapped  by  VR. 

Communication  Ability:    The  survey  of  persons  rejected  by  VR  revealed 
the  importance  of  an  individual's  ability  to  communicate 'with  friends,  rela- 
tives, or  fellow  workers.     It  is  unlikely  that  an  individual  with  extremely 
low  communication  skills  could  secure  a  job  without  assistance.     The  following 
communication  variables  coifld  be  nbted  at  intake  and  should^^^  individual  be  a 
impaired  in  any  of  them,  and  had  a  Barthel  score  of  62-90,  he  would  be 
categorized  as  severely  handicapped.     Communication  variables  include: 

Speech  (intelligibility)   is  significantly  implied  (i.e.,  simple  convert 
sation  is  unintelligible  to  non-family  members. 

Hearing  is  significantly  impaired  (i.e.,  deafness  or  hearinjg  loss  exceeds 
70  decibels  in  better  par  with  corrections).  V 

Vision  is  significantly  impaired  (i.e.,  blindiness  in  both  eyes,  or  blind- 
ness in  one  eye  with  the  other  eye  defective,  or  unable  to  obtain  driver's 
license  for  visual  reasons) . 

.  /•  • 

Employment  History:    Another  criterion  which  can  be  used  in  conjunction 
with  the  Barthel  Index  to  determine  the  extent  of  one's  handicap  is  employment 
history.     Those  disabled  individuals  who  have  been  tinenllployed  for  four  oc  more 
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years  prior  to  contacting  VR  are  very  unlikely  to  be  successful  in  the  competi- 
tive labor  market.    Thus,  those  individuals  without  recent  competitive  employ- 
ment and  a  Barthel  score  of  62-90  would  -be  categorized  as  severely  handicapped. 
Those  with  scores  above  90,  while  eligible  for  VR  services,  would  not  be  clas- 
sified as  severely  handicapped,  and  would  not  receive  priority  consideration. 

Educational  Level:     Educational  level  is  another  Important  variable 
affecting  an  individual's  pereived  employment  potential.  Individuals 
with  extremely  J.ow  levels  are  generally  less  likely  ,to  be  successfully 
rehabilitated,  since  their  job  possibilities  are  limited.     Those  individuals 
with  higher  education  generally  have  fhe  potential  to  be  placed  in  a 
mlch  wider  range  of  jobs.     For  example,  the  individual  who  has  a  sixth 
grade  education,  who  has  worked  in  a  steel  factory  for  30  years,  and  who^ 
becomes  quadraplegic  is  not  likely  to  be  placed  back  in  his  old  job.  Further- 
more, the  options  available  to  him  are  quite  limited.     In  contrast  to  this,  the 
college-educated  professional  who  has  the  same  injury  has  a  much  greater  chance 
of  returning  to  his  old  job  or  using  his  educational  skills  in  some  other  kind 
of  professional  job.    Thus,  for  VR  purposes,  individuals  who  have  completed 
less  than  9  grades  of  school  and  who  have  a  Barthel  score  Of  62-90  would  be 
classified  as  severe.     Those  with  scores  above  90  -with  less  than  a-^ninth  grade  , 
education  would  be  eligible  for  VR  services  "bu^  wouldjaot  be  categoriezed  as 

V  ^ 

8€\yere.  ^  ^ 

Age:    Age  constitutes  another  important  and  easily  m^surable  criterion  of 

eligibility.     It  is  the  common  experience  of  VR  counselor^  that  the  older  client 

\  A 

is  more  dif f iculf'^to  place  'in  employment.      Potential  employers  seem  to  believe 


4.    On  the  Provider  Survey,  age  was  listed  by  counselors  as  the  second  most 
important  factor  in  assessing  severity  of  handicap.    The  VR  survey  substan- 
tiates this  in  that  the  average  age  of  persons  rejected  by  VR  was  considerably 
higher  than  those  accepted  for  VR  services,  and  even  though' older  persons  so 
rejected  were  less  physically  dependent  than  the  younger  persons  rejected  for 
severity. 
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that  the  older  individual  is  mere  difficult  to  train  and,  once  trained,  less  y:- 
'  lilely  to  remain  on  the  job  long  enough  to  repay  their  investment  in  train-  " 
ing.     In  the  employer's  eyes,  the  older  individual  is  viewed  as  one  who  will 
retire  soon,  whose  health  may  fail,  and  who  may  have  more  difficulty  adapting  ^ 
to  and  coping  with  his  environment  than  younger  persons. 

In  via-;  of  this  situation,  any  individual  over  50  years  of  age  with  a 
Barthel  score  between  62-90  would  be  considered  undei'  the  assessment  scheme 
outlined  here  as^verely  handicapped  for  VR  purposes, 
b •     Severely  Mentally  Handicapped 

In  order  to^^uce  ambiguities  and  outright  errors  in  judgment  regarding 
an  individual's  kate  of  mental  health,  it  would  be  desirable  to  have  some 
objective, ^standardized  criteria  for  determining  whether  an  individual  is 
psychotic,  neurotic,  etc.,  and  to  further  delineate  those  who  are  most  severely 
psychologically  handicapped  from  those  with  lesser  handicaps.     In  the  absence 
of  such  criteria  one  must  rely  on  counselor's  or  psychiatrist's  judgments. 

At  the  present  time,  the  most^dely  used  and  extensively  research  perso- 
nality test  is  the  Minnesota  Multiphasic  Personality  Inventory  (MMPI) .  Wliile 
this  or  other  tests  might  prove  to  be  useful  in  differentiating  severe  from 
moderate  psychiatric  handicaps,  research  with  a  substantial  number  of  potential 
VR  clients  with  psychiatric  handicaps  would  be  required  to  determine  its  effi- 
cacy as  well  aa  the  most  appropriate  form  and  scoring  system  to  be  used.  The 
issues  which  should  be  addressed  in  such  research  include  the  following: 

1.  V/hether  the  toflt  can  relaibly  distinguish  indivudals  who  are  severely 
handicapped  from  others  with  respect  to  vocational  potential. 

2.  V/hether  the  dpgree  of  accuracy  attained  through  use  of  teat  procedures 
exceeds  the  accuracy  of  simpler  methods  more  familiar  to  VR  personnel,  such  as 
coT4|selor'8  or  psychiatrist's  ratings  of  the^clients  mental  state,  and  past  mental 
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and  work  history, 

3.  Which  items  and/or  subscales  are  necessary  to  produce  the  breifest 
test  version  with  the  maximum  Information  necessary  for  the  task  at  hand? 
Items  ^hich  are  generally  not  included  on  personality  tests  such  as  past  work 
history  and  education  may  be  incli^ded.     Empirical  research  to  ceteVmine^  the 
proper  weights  to  assign  items  is  necessary  if  items  vary  in  importance  for 
prediction  of  severity: 

4.  Whether  simple  scoring -and  Interpretation  systems  can  be  constrOtted, 
thereby  minimizing  administrative  difficulties  in  using  sucsh  a  test;  and  ) 

5.  Whether  the  use  of  test  procedures  is  cost-effective,  that  is ,  would 
testing  procedures  produce  more  efficient,  more  accurate,  and  less  costly  scoring, 
and  increased  success  in  placement,  or  would  they  deplete  resources  better  used 
fof  training,  placing,  or  otherwise  rehabilitating  these  •  persons? 

Regardless  of  how  well  the  above  issues  are  resolved,  it  should  always  be 
recognized  that  no  test  is  infallible,  and  that  individual  exceptions  can 
be  made  upon  the  counselor's  judgement. 

The  method  currently  used  to  categorize  severely  handicapped  is  sufficient- 
ly ambiguous  to  be  subject  to  widely  varying  interpretations.     Previous  research 
indicates  that  the  consensus  between  psychiatrists 'on  even  gross  distinctions^ 
such  as  neurotic,  psychotic  and  character  disorder,  is  far  from  perfect,  and 
that  the  level  of  agreement  decreases  considerably  when  any  finer  distinctions 
(such  as  sevferely,  moderately,  and~ mildly  neurotic)  are  to  be  made.     However,  the 
current  method  of  classification  must  stand  for  the  meent  pending  further  re- 
search which  is  standardized  on  the  VR  population  and  which  is  designed    to  mea- 
sure that  which  is  being  asked— to  differentiate  the  severely  mentally  handi- 
capped, a  vocational  p(> rnpec- 1 1 ve ,  and  those  who  are  less  severely  handicapped. 
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With  respect  to  Identifying  persons  with  severe  phy^cal  handicaps >  the 

Functional  limitations  Employability  Scale  has  several  important  advantages 

over  those  discussed  previously.     Because  all  of  the  elements  in  this  scale 

(e.g.,  age,  educational  level)  are  operationally  defined  and  relatively  easy 

to  measure,  the 'same  conclusions  regard^tng  an  individual  cleint  can  be  reached 

regardless  of  who  administers  the  scale.     In  addition,  the  compoents  of  this 

scale,  by  all  indications ,  capture  the  severity  of  handicap  accurately,  as  it* 

relates  to  actual  employment  potenti^.    Reliability  and  validity  of'  this  method, 

then,  are  its  two  key  attributes. 

Mother  important  advantage  of  the  Functional  Limitations-^Employability" 
Scale  is  the  ease  with  which  it  can  be  administered.     Rehabilitation  counselors 
and  administrators  are  not  likley  to  have  much  trouble  in  using  a  scale  of  this 
nature.  ^ 

The  major  problem  with  this  method  of  assessing  severity  is  its  relative 
lack  of  flexibility.     For  example,  individuals  suffering  from  early  stages  of 
degenerative  diseases,  such  as  multiple  sclerosis  and  muscular  dystrophy,  might 
score  high  on  the  Barthel  scale  and  not  be  rated  as  severely  handicapped  (there- 
by giving  thattx  lower  priority).    Most  rehabilitation  providers,  however,  would 
want  to  give  these  individuals  priority  consideration.     It  should  be  recognized 
that  it  v/ould  be  relatively  easy  to  make  accommodations  of  this  type  and  still 
use  this  basic  model.  ^5* 
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4.  Multidimensional  Evaluation  Scale^ 

A  major  problem  In  assessing  client  employablllty  by  using  any  of  the  first 
three  methods 'Is  that  a  number  of  variables  which  laay  affect  a  disabled  person's 
degree  of  handicap  and  employablllty,  such  as  motivation  for  woyk,  family  sup- 
port,  and  adjustment  to  disability,  are  not  Included.    These  variables,  which 
are  subjective  In  nature  and  therefore  pose  measurement  dlf f Icultles ,  are 
Included  In  the  Multidimensional  Evaluation  Scale  (see  Figure  1)'.     Items  from 
the  R-300  are  used  but  the  bulk  of  the  form  Is  committed  to  counselor  ratings 
of  client  functioning  In  various  areas:     education,  physical  functioning,  adjust- 
ment to  disability,  and  social  competency. 

AJLl  scales  have  five-point  ratings,  with  the  extremes  defined.    The  defini- 
tions are  viewed  by  the  authors  as  levels  of  functioning  in  relation  to  employ-^ 
ment  and  are  designed  to  eliminate,  as  much  as  possible,  the  problems  encoun- 
tered  in  loosely  defined  rat ing  scales. 

This  luulLidlmensional  evaluation  technique  could  be  used  to  determine  the 
severity  of  handicap  by  establishing  some  overall  scoring  system  for  severity; 
for  example,  a  score  of  96  and  above  might  qualify  an  individual  as  being  seve- 
rely handicapped  and  thereby  eligible  for  priority  consideration  by  VR. 

The  major  problem  with  such  a  scoring  system  would  be  the  difficulty  of 
accurately  v/elghting  the  various  items  on  the  scale  relative  to  each  other.  For 
example,  is  the  client's  "health  status"  as  Important  or  more  Important  than 
his  perceived  "decision  making  ability"  In  assessing  severity?     If  the  former 

5.  The  scale  and  the  discussion  which  follows  is. adapted  from  materials 
contained  in  a  report  from  the  Study  Group  on  Rehabilitation  of  the  Severely 
Disabled,  presented  at  the  Eleventh  Institute  on  Rehabilitation  Services  held 
during  May  20-23,  1973,  and  sponsored  by  the  Research  and  Training  Center,  West 
Virginia  University.     Technical  information  regarding  the  development  and  use  of 
this  technique,   is  available  from  Lowell  Lehart^  Technical  Project  Director, 
Department  of  Institutions,  Social  and  Rehabilitative  Services,  P.  0.  Box  25352, 
Oklahoma  City ,  Oklahoma  73125. 
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is  more  important,  how  much  more  important  is  it?    These  questions  are  best 
answered  through  empirical  research  on  this  instrument. 
'  Another  major  pr^oblem  with  a  method  such  as  this  is  its  apparent  lack  of 

reliability  across  counselors  and  caseloads.    Nevertheless,  the  multi--dimensional 
evaluifion  scale  is  considered  here  and  presented  below  because  it  does  provide 
a  more  thorough  pictiwre  of  the  multi-dimensional  aspects  of  client  "employability 
^  and„ because  it  is  relatively  easy  to  administer.  . 
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•  ^  Figure  27"! 

MULTIDIl^NSIONAL  EVALUATION  SCALE  i 

1.     OVERALL  VR  PROGNOSIS 

A.  Anticipated  Change  in  CHent's  Level  of  Functioning  During  Servlcei 

•  "  -  1.  Alleviate  • 

'  2.  Improve  Greatly  .      *  -# 

3.  Improve  Somev^hat  .  ^ 

 «  4»  Remain  the  Sama  \  . 

^         5.  Deteriorate  ■  -         .  • 

B.  Employment  PntentlAl  ..  -  ' 

  1.  Presently  employed  In  competitive  labor  market  and  will  continue  on  samclob  or  higher  lob 

2.  Employable  at  former  job  or  another  Job  without  training 

3.  Vocational  training  required;  client  has  training  potential 
 ^  4.  Limited  vocational  training  potential  - 

.   5,  No  vocational  training  potential 

-  . 

C.  Employment  History;  To  An  Employer,  the  Client's  Past  Work  History  Would:    .  — 

'   ^   n  w  ~"  " 

1.  Make  a  very  favorable  Impression 

^   • 

2«  Make  a  favorable  impression 
  3,  Seems  adequate  -  - 

4.  Seems  inadequate,  but  acceptable  with  reservations 
'  5.  Extremely  bad  employment  history 


D.  AvalUbility  of  Facilities  and  Client^s  Attitude  Toward  Temporary  Relocation  (Minimum  of  three  weeks) 

  \,  All  necessary  facilities  are  available  or  client  lo6ks  forward  to  temporary  relocation 

"  ^  2.  Client  accepts  temporary  rel<^catlon  and  adjustment^problftms  will  be  relatively  few  or  will 

not  be  severe  or  client  resists  using  available  facilities  - 
^         3.  Client  accepts  temporary  relocation  but  may  have  difficulty  adjusting  to  his  new  surrounding 
____  4.  Client  is  reluctant  to' relocate  even  temporarily  and  may  encounter  severe  adjustment  problems 

'       5.  Client  strongly  opposed  to  temporary  relocation;  adjustment  problems  wrould  definitely  endanger 
chances  for  suct:oss 

E.  Availability  of  Transportation  • 

,  1/Cllent'Ws  ea^y  access  tp  an  automobile  or  liffexpcnslve  public  transportation 

Clieht  must  be  driven  by  family,  friends,  or  use  taxi,  which  are  ayallgWe  i 

  3.  Client  must  be  driven  by  family,  friendi,  or  use  taxi,  but  these  resources  are  n^ot  readi|y  available 

  4.  Many  special  considerations  must  be  made  by  the  counselor  to  provide  transportation 

t  -  5,  Client  Is  homebound  V  '""St  remain  in  a^hospltal  or  Institution 

II.  EDUCATION  '  , 


A-    13  years  ond^^etajto 

"^B.  10tp12years  > 

C.   7  t^  years 

  0  to  ^  years 

El  ■  ■  S  p«  cla  I, E^du  cation  / 
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ill.  ECONOMIC/VOCATIONAL  STATUS  •  ' 

  '/> 

A.  Vocational  Level 

 .          1.  Professional,  Technical  and  Managerlsd  \ 

.   2.  Licensed  or  certified  trades  and  crafts,  or  other  highly  skilled  work V 

  3.  Seml'Skilled  and  clerical 

 "  4.  Unskilled 

  5.  Disability  status  precludes  employment 


B.  Weekly  Earnings 


1.  $100.01  per  week  and  above 

2.  $70.01  per  week  to  $100.00 

3.  $50.01  per  week  to  $70.00 

4.  $10.01  per  week  to  $50.00 

5.  $10.0.0  per  week  and  below 


C.  Work  Status 


K  Wage  oi^salaried  wo/ker  (competitive  labor  market)  or  self-employed  (except  BEP) 
2.  Wage  or  salaried  worker  (sheltered  workshop),  state  agency  managed  business  enterprise  (BEP) 


^   ■       3.  Homemaker,  uhpaid  family  worker,  not  working  stUTdent 

  4.  Trainee  or  worker  (non-competitive  labor  market) 

  5.  Not  working  other 

D.  Primary  Source  of  Support 
■  1.  Own  Earnings 

  2.  Dividends,  Interest,  Rent,  and  Savings  ft 

  3.  Family  and  friends,  or  non-disability  Insurance  (Retirement,  Survivors,  Annuity,  etc.)^ 

^    Disability  and^5i^n6ss  Insurance  (SSDI,  Workmen's  Compensation,  Civil  Service,  etc.) 

N,.^  5.  Public  Assistance,  P^^vate  Relief,  or  Resident  of  Pu^  Institution 

E.  Dependency  of  Client  on  Others  for  Financial. Support  . 
1.  Completely  Independent 

—   2.  Approximately  25%  of  income  comes  from.sources  other  than  earnings, 

-  3.  Approximately  50%  of  income  comes  from  sources  other  than  earnings 

.   ^-  Approximately  75%i  of  Income  comes  from  sources  other  than  earnings  r 

,   5.  Totally  dependent  on  soi?rces  other  than  earnings 

IV.  PHYSICAL  FUNCTIONING  •  * 

^       A.  General  Health  Status  Other  Than  Disability  • 

1 .  Feels  good  most  of  the  time;  his  feelings  of  vitality  ^ 

2.  Generally  ifeels  good,  but  reports  minor  problems  that'stem  reasonable 

3.  Multiple  complaints,  which  seem  nit&stly  reasonable 
,   4w  Multiple  complaints  thaft  seenfi  mostly  unjustified  by  physical  condltlorl 
.   5.  Multiple  complaints  that  see^  totally  unjustified  by  his  physical  condition 
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B.  MobHity 


]  """""  ■ 

  1.  Totally  Iruiependent  ' 

.  2.  Ambulatory,  but  somewhat  restricted  of  with  minimal  use  of  devices 

-.  3.  Ambulatory  with  major  devices,  as  unassisted  wheelchair 

  4.  Ambulatory  only  with  assistance  of  another  person,  as  aisslsted  wheelchair 

'  5.  Bedridden 

C.  Physical  independent  for  Tasks  Other  than  Mobility 

  1.  Totally  independent  \ 

  2.  Minimal  assistance  required 

  3.  Dependent  for  one  major  or  several  minor  tasks  ' 

  4.  Dependent  for  several  major  tasks  "  ♦ 

  5.  Constant  need  for  attendant  services 


D,  Work  Tolerance 


1 Minimal  restrictions  tQ  type  of  work  client  can  do 

2.  Occupations  limited  to  light  physical  activity  but  able  to  work  fuM-timt 

3.  Sedentary  work,  low  stress,  or  close  supervision  required;  but  able  to  work  full-time 

4.  Unable  to  \^ork  full-time  because  of  mental  or  physical  condition 

5.  Current  disability  status  precludes  employment 


jE.  Prominence  of  Vocationally  Handicapping  Condition  (Including  Mental  and  Em^otional) 
Handicap  is: 

1.  Hidden  and  cannot  be  directly  observed  ^ 
 ^   2.  Hidden  and  would  only  be  observed  episodically 

  3.  Noticeable  only  after  a  period  of  Interviewing,  or  onFy  slightly  noticeable 

  4.  Marked  and  obvious,  noticeable  at  once  and  continually  manifest  ^ 

  5.  Marked,  obvious,. and  continually  manifest  and  will  be  repugnant  to  most  employers 

F.  Compensatory  Skills 

2   1 .  Has  developed  in  other  skilh  areas  or  with  the  use  of  devices,  almost  total  compensation 

for  disability 

-  2.  JHas  significant  development  in  pther  skill  areas,  or  with  the  use  of  devices,  abilities  which 

helpcompensate  for  disability 
"  3.  No  real  development  In  other  skill  areas^nd  minimal  use  of  devices 

  4.  Some  deterloratidn  In  other  skill  areas  '  ' 

5.  Subrtantial  deterioration  in  other  ^klll  areas 


,  AdjUS 


TMENT  TO  DISABILITY 


A.  Identif^ation  with  Worker  Role 


1.  Client  feels  personal  need  to  be  Independent,  and  do  his  share 

2.  Identity  to  worker  role  developing\)rdetertorate<l  somewhat  sinte  disability  but  wants  to  work 

3.  Weak  identity  to  worker  role,  littll  Idea  of  day-to*day  woW  demands 

4.  Cyjsnt  has  adjusted  to  being  dependent;  talks  of^^oryilng  but  is  uncbnvlnclng 

5.  Client  strongly  Jdentifles  ^ith  handicap  and  clings  to  dependent  role 


742 

CompatlbHIty  of^mployment  Expectations  with  Client's  Personality  and  Physical  Condition 

  1 .  Client  seems  Ideally  suited  for  the  work  he  desires  < 

J.  J —   2.  Client's  employment  ex^pectatlons  are  reasonable,  although  not  Ideal 

^   —   3-  Client  has  no  Ideas  concerning  possible  vocational  goals,  or  his  ideas  are  more  "day  dreams" 

than  Employment  expectations 

  4.^nenrs  i&miDlbyment  expectations  are  very  unrealistic  and  Impractical 

,   5.  Client's  employment  expectations  a/e  so  totally  unrealistic  and  impractical,  counselor  must 

work  with  othlfer  professional  persons,  agencies,  or  Institutions  before  client  can  proceed  In 

the  rehabilitation  process 

C.  Client's  Confidence  In  Hlm>self  as  a  Worker 

  ^  •  HIghJy  favorable,  clienl's  self-confidence  inspires  c^onfldence  from  others 

  2.  Client  believes  he  can  and  will  be  a  good  employee  In  spite  of  his  handicap 

,   3.  qilent  feels  he  will  become  a  fairly  good  employee  but  exhibits  little  Initiative 

  4-  CUent  excessively  timid  or  shows  unimpressive  over-confidence 

  5.  Client  can  never  see  himself  es  being  able  to  hold  a  job 

VI.  SOCIAL  COMPETENCY 

"    ■     -  ^  * 

"A.  Language  Facility 

 ^   ^'  Reads  and  writes  well;  has  no  trouble  understanding  an\  communicating  common  vernacular 

and  could  learn  to  use  technical  language' 
 ^    2.  Reads,  speaks,  and  wryftes  adequately;  has  na  particular  problem  filling  out.emploimiem  appli- 
cations, or  holding  job  interview  ^  ' 

  3.  Reads,  speaks,  and  v/rites  adequately  for  job  applications  and  Interview,  but  speaks  slowly  and 

may  have  some  difficulty  with  other  than  simple  written  instructions 
  4.  Reads,  speaks^and/or  writes  poorly,  and  will  have  difficulty  Interpreting  even  simple  written 


dtL^-^     '  Instructions 


5.  Almost  complete  lack  of  language,  functionally  illiterate,  extremely  small  vocabulary 


B.  Decislon^Making'Abllity 


1.  Takes  strong  active  role  In  decision-making 

2.  Slow  to  make  decisions  but  makes  his  own  decisions 

3.  Wants  others  to  make  decisions  but  will  lake  some  part  In  decision-making  process 

4.  Others  make  decisions  for  him  and  manage  his  personal  affairs 

5.  Will  neither  help  make  decisions  not  take  action  on  help  from  others;  counselor  must  v/ork 


"T*  *  ^^^^         professional  agencies,  persons,  t>r  institutions  before  client  can  proceed  In  the 

rehabilitation  process 


r  ,  C,  Rale  In  Family  - 

A-   ' —    ■  yg' 


^        .:   1,  Assumes  appropriate  role 

.  2.  Assumes  appropriate  role  but  some* counselor  reservation  , 

  3.  Participates  in  familial  affairs  but  evidence  of  underlying  apiblvalencfl  toward  family 


4.  -Refuses  to  assbme  appropriate  role 

5.  Conscious  effort  to  dterupt  family 
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D.  Family  Support;  , 

  1.  Good;  family  shows  great  deal  of  understanding  of  client;  very  supportive  and  helpful 

  2.  Moderate;  although  not  ideal,  support  Is  adequate  ^ 

  3.  Fair;  support  given  but  is  Inappropriate;  evidence  pf  underlying  ambivalence  on  the  part 

of  the  family  ^ 
  4.  gjjor;  support  given  but  there  Is  definite  Indifference  on  the  part  of  th6  family  tov/ard 

client  or  his  rehabilitation 
  5.  Very  poor;  family  definitely  non-supportlvt,  strong  opposition 
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C.  Conclusion 

The  development  of  an  operational  definition  which  accurately  measures  or 
identifies  severely  handicapped  individuals  is  of  critical  importance  if  the 
severely,  handicapped  are  to  be  effectively  served  either  by  the  Vocational 
Rehabilitation  Program,  a  new  Independent  Living  Program,  or  some  other  kind  of 
rehabilitation  effort. 

While  a  number  of  criteria  could  be  used  in  making  an  assessment  of 
these  alternatives,  thr^ee  seem  to  stand  out.     The  most  important 
are  the  validity  and  reliability  of  the  method  for  determining  severity  of 
handicap.    Does  the  scale  measure  what  it  purports  to,  and  would  similar 
outcomes  be  obtained  by  any  counselor  using  this  method?    Also  of  importance 
is  the  ease  with  which  the  method  can  be  implemented  by  program  providets. 

In  terms  of  validity  and  reliability,  the  multi-dimensipnal  evaluation 
approach  appears  to  be  the  weakest  of  the  four  descr^jLbed.     The  variables  which 
the  scale  attempts  to  measure  are  often  subjective  and  therefore  subject  to 
widely  different  interpretations  by  the  tester. 

The  current  RSA  regulations  and  RSA  extended  approach  also  have  reliabili- 
ty and  validity  problems.     As  noted  before,  estimates  of  severely  handicapped 
ranged  from  15  to. 60  percent  for  different  State  agencies,  which  Suggests  that 
the  reliability  of  the  current  method  is  low.     The  extended  approach  might  fare 
somewhat^ better  if  specific  criteria  for  severity  are  more  thoroughly  spelled 
out.     The  primary  validity  problem  in  using  either  RSA  method  is  that  there  is 
only  a  minimal  relationship ;betx-7een  disability  type  and  actual  functional 
limitations.  .  ^  ' 

^  The  Fifnctional  Limitations  -  ">finployability"  Scale,  on  the  other  hand, 
^noe  it  is  being  composed ^of  easily  measured  and  standardized  components,  is 
the  most  reliable  of  the  four  methods  discussed.    It  also  appears  that  this 
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method  has  the  highest  validity  of  the  four  methods  considered  here.     For  example, 
the  Barthel  Index  scores  presented  were  highly  related  to  other  functional  limi- 
tations in  the  VR  Survey,  and  all  of  the  other  items  have^an  operationally  proven, 
relationship  with  employability  as  attested  to  by  vocational  rehabilitation 
providers. 

The  easiest  of  the  four  alternatives  to  administer  is  the  current  RSA  ' 
approach,  since  it  is  relatively  easy  to  determine  disability  type  and  no 
additional  training  of  counselors  or  adm^^nistrators  would  be  necessary.  It 
would  be  relatively  easy  to  implement  the  RSA  extended  method,  although  the 
finer  distinctions  within  disability  types  would  probably  increase  the  difficulty 
of  administration  somewhat.     The  Functional  Limitation  -  Employability  Scale' 
and  the  Multidimensional     Evaluation  Scale  are  both  fairly  simple  to  administer, 
but  since  they  are  new  approaches  and,  are  slightly  more  complex  to  interpret, 
they  would  pose  somewhat  greater  administrative  problems  in  making  the  change- 
over  and  involve  more  counselor  time  than  the  use  of  the  current  methods.  If 
these  nevj  methods  succeeded  in  reducing  Botie  af  the  time  normally  spent  on 
client  evalua}:ion,  jiowever,  thes#  additional  "costs"  might  be  off-set. 

Finally,        should  be  recognized  that  any  system  of' assessing  severity 
will  be  examined  by  a  wide  range  of  disability  groups,  all  of  whom  have  vested 
interests  in  recedvihg  priority  for  services  within  the  VR  system.  Represen- 
tative  of  various  groups  should  be  consulted  regarding-  major  changes  which  may 
affect  ^ecisions  about  which  of  -their  members""  will  recedve  a  share  of  jthe 
services  which  VR  has  to  offer.. 


)  ■     ■  ■  'm> 
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^  Chapter  ,28 

FINANCIAL  OPTIONS  FOR  PROVIDING  SERVIgES 
TO  THE  SEVERELY  DISABLED 

Many  possibilities  exist  for  the  design  and  financing  of  rehabilitation 
programs;  we  will' attempt^ to  explore  some  of  the  major  aspects  and  options. 
Again,  many  of  these  options  can  be  combined  and  possible  combinations  are 
innumerable;  it  is  not  within  the  scope  of  this  paper  to  list  all  possibilities. 
The  concepts  discussed  here  are  solely  for  the  purpose  of  guiding  -the  policy- 
maker,  and  no  final  recommendations  are  made.    XJtily  a  few  changes  might  be 
suggested  for  VR  as  it  stands.     For  Independent  Living,  Rehabilitation  (ILR)/ 
however,  new  options  are  possible.     Since  much  of  what  may  be  provided  in  ILR 
is  in  the  nature  of  personal  support — i.e.,  housing  modifications,  cars,  re- 
location assistance — mechanisms  for  cost  participation  by  potential  users  are 
more  important.  ^ 

Financing  is  discussed  along  three  dimensions:     (1)  Federal  participation, 
(2)  funding  through  other  programs,  and  (3)  client  cost-sharing.    At  different 
points, ^we  treat  different  programs  serving  the  disabled  in  order  to  illustrate 
various  financial  options. 

) 

OPTIONS  CONCERNING  FEDERAL  PARTICIPATION  ^ 
Options  along  this  dimension  include:     Full  Federal  financing,  special 
revenue  shai^lng  and  joint  funding  between  Federal,  State  and  local  levels  of 
goverfflJ^t. 
Full  Federal  Funding 

Programs  fully  funded  by  the  Federal  Government  are  generally  designed  and 
^administered  by  the  Federal  Government.    These  programs  tend  to  insure  equity 
acrops  States  by  ^applying  uniform  eligibility  standards  and  benefit  provisions 
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on  a  nationwide  basis,  thus  assuring  that  residents  of  poorer  States  receive 
adequate  benefits  and  services.    A  system  of  uniform  standards  and  provisions 
across  States,  established  at  the  Federal  level,  also  removes  from  the  States 
the  burden  of  setting  up  and  running  programs  unique  to  the  State.  However, 
an  independent  living  program  designed  and  administered  at  the  Federal  level 
may  neglect  to  account  for  between-State  variations  in  financial  and  service 
needs.     For  example,  a  flat  Vmaintenance"  or  subsistence  payment- that  is  equal 
dfor  all  States  may  be  inappropriate  for  areas  with  exceedingly  high  costs  of 
living  and  for  those  with  very  low  costs  (although  this  could  be  solved  by 
adopting  standards  which  vary  among  States).     A  program  which  serves  an  urban 
population  may  not  appropriately  serve  the  needs  of  a  rural  population.  In 
addition,  a  new  federally  funded  program  implies  the  shifting  of  even  more 
State  and  local  burdens  to  the  Federal  Government.     If  it  is  desired  to  move 
Vocational  Rehabilitation  in  the  direction  of  the  most  severely  handicapped 
with  concomitant  reducti9U  in  efficiency,  then  full  Federal  financing  might 

well  be  considered. 

Programs  fully  funded  by  the  Federal  Government  are  financed  through 
appropriations  from  general  revenues  or  by  special  taxes.     OASDl  (Old-Age, 
SurvivoT^,  and  Disability  Insurance,  or  "Social  Security")  and  Railroad 
Retirement  benefits,  which  provide  cash  payments  to  workers  and  their  sur- 
vivors and  dependents  in  the  event  of  the  worker's  old  age,  disability,  or 
death,  are  financed  by  a  payroll  tax,  half  of  which  is  paid  by  the  covered 
employee  and  half  by  hi s  'employer .     (In  the  case  of  OASDI,  a  t^x  is  paid  by 
self?- employed  persons  on  their  earnings.)     Medicare's  hospital  insurance, 
financed  in  the  same  v/ay  as  OASDI  serves  individuals  aged  65  and  over  who 
^iro  eligible  for  Social  Scrurity  or  Railrcid  Retirement  benefits,  personH 

ontlrU'iJ  lo  Social  Scmrtty  DlHahlllty  Tnnjranrc,  and  peraonH  with  chronic 
* 

Er|c  Vi)4 


■  y 

748 


kidney  disease.     It  is  non-income-tested  and  provides  hospital  insurance  in 
the  fona  of  payments  to  providers  of  inp^atient  hospital  services  and  post- 
hospital  care  such  as  skilled  nursing  facilities  and  home  health!^  services. 

Medicare's  Supplementary^Medical  Insurance,  on  the  other,  hand,  is 
-financed  half  by  general  revenues  and  half  by  premiums  paid  by  participants 
in  the  program.     The  program  serves  persons  aged  65  and  over  or  disabled 

beneficiaries  in  the  program  at  least  2  years  or  with  chronic  kidney  disease 

/ 

who  elect  to  enroll, artd  is  non-incomfe-tested .     Benefits  are  paid  to  either 
the  provider  or  the.  beneficiary  for  medical  services  and  care,  home  health 
services,  outpatient  hospital  services  and  physical  therapy,  ambulance,  and 
^certain  medical  devices,  supplies  and  equipment. 

The  Supplementary  Sepurity  Income  (SSI)  prognffti  for  the  aged,  blind",  and 
disabled,  which  replaced  former  Federal  grant-in-aid  programs  to  tl^se  groups, 
is  an  open-ended  progrkm  f ederally'^dministered  program  financed  from  general 

revenues  which  makes  direct  payinents  to  those  who,  after  income  and  assets 

I 

are  taken  into  account,  fall  below  a  certain  standard  of  need  under  nationally 
uniform  eligibility  statjdards  and  benefit  levels .     Prior  to  the  implementation 
of  SSI,  programs  'for  the  aged,  blind  and  disabled  were  State-administered,  or 
State-supervised  and  locally  administered;  States  determined  benefit  levels; 
and  funding  v/as  Federal-State  or  Federal-State-local.     This  allowed  lor  wide 
variations  among  States  in  benefit  levels,  treatment  of\  incom^,  and  eltgibiitty 
criteria.^ 


1.     This  discussion  Refers  only  to  the  Federal  SSI  portion  and  not  to 
State  supplementation  of  S^f.     The  Implementation  of  SSI  raised  cash  benefit 
leveln  in  many  areas;  yut  benefit   levels  were  lower  than  they  previously  IurI 
been  lor  individuals  In  28  StateH  and  for  rotiples  in  30  FltatroM.     State  «upplement> 
for  new  recipients  are  optional  with  the  States;  all  but  13.  States  provide 
supplementation.     For  single  individuals  with  no  countable  income  and  no  special 
needs,  living  independently.  State  supplements  to  the  Federal  SSI  payment  of 
$146  range  f row  none  to  $123  for  the  aged  and  $1A6  for  th^  blind  and  disabled 
in  Massachusetts.     Thus  state  supplementation  of  Federal  benefit^  reint;roduced 
variations  In  benefit  levels.  -  •'^^ 
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Veterans'  programs  such  as  compensation  to  veterans  with  service-connected 

<^ 

\  * 

disabilities  and  pensions  to  veterans  with  non-service-connected  disabilities  . 

.  > 

are  financed  through  open-ended  Federal  appropriations.  <? 

A  major  argtiment  in  favor  of  full  Federal  funding  is  that  if  States  have 
a  great  degree  of  control,  wide  variations  between  State  programs  (and  there- 
fore inequities)  may  result,  in  both  population  served  and  services  provided. 
An  example  is  the  Medicaid  program,  a  Fede^l-State. program  funded  from  general 
revenues  to  help  pay  for  health  care  costs  of  those  receiving  public  assistance 
and  for  "medically  needy"  persons.     Provision  ol^  services  to  the  "medically 
needy"  population — persons  who  do  not  qualify  for  the  program  out  of  "cate- 
gorical need"  (by  virture  of  being  covered  by  other  programs)  but  who  are  in 
need  of  services  due  to  low  income  and  who  are  aged,  blind,  disabled,  or 
members  of  families  with  dependent  children—is  optional  with  the  States. 
Medicaid  also  requires  the  provision  of  certain  services  (without  specifying 
any  particular  amount,  duration,  or  scope  of  care),  but  a  wide  range  of  ser- 
vices remains  optional  with  the  States.     Thus,  in  addition  to  variations  \in 
persons  eligible  for  Medicaid,  States  also  diverge  widely  in  the  amounts  and 
types  of  services  offered. 

V  f 

As  part  of  a  survey  conducted,  by  the  Council  of  State  Administrators  of 

Vocational  Rehabilitation  (CSAVR) ,  State  agency  directors  wer§  asked  about 

their  preferences  for  financings  an  independent  living  program.  Responses 

J 

range.J  from  60  percent  Federal  cost-sharing  to  100  percent  Federal  funding. 
It  is  significant  to  note  that  almost  half  of  the  directors  did  not  favor 
full  Federal  funding.    These  directors  preferred  Federal-State  matching,  on 
the  grounds  that  this  would  alloxv  the  flexibility  for  States  to  develop 
practical  programs  to  meet  clients'  neode  nt  the  local  level  nnd  keep  the 
States  responsive  to  individual  State  needs.     Federal  matching  wbuld  also 
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give  States  an  incentive  for  effort  and  participation.   

Some  of  those  who  preferred  lOQ  percent  Federal  funding  envisioned 
difficulties  in  raising  the  State  share  for  an  independent  living  program, 
feeling  that  it  would  be  viewed  by  State  legislators ' and  others  as  another 
welfare  program.     It  was  also  felt  that  if  matching  were  required,  costs 
would  be  prohibitive  for  States;  and  that  100  percent  Federal  funding  elimi- 
nates the  hassle  of  getting  matching  funds. 
Special  Revenue  Sharing 

Under  a  spec        revenue  sharing  plah  a  program  would  have  a  given  Federal 
allotment,  funds  being  dispersed  to  State  and/or  local  governments  hy  means  ^ 
of  an  allocation  formula  determined  by  population,  target ^population.  State 

income  and/or  other  State  characteristics.     Use  of  a  formula rwhich  takes  into 

■» 

account  different  State  and  local  needs  allows  the  dispersal  of  the  most  re- 
sources  to  those  States  which  are  in  greatest  need  of  assistance  in  achiev- 
ing national  goals.     It  also  preserves  the  role  of  .the  Federal  Government  as 
a  redistributbr  of  i'ncome. 

Special  revenue  sharing  funds  would  be  dispersed  specifying  national 
policy  objectives  but  allowing  State  and/or  local  choice  of  program  means, 
|:^us  allowing  broad  State  and  local  discretion  and  flexibility  in  the  design 
of  the  program  ind  the  administration  of  federally  raised  funds  with  minimum 
ioterference  from  the  Federal  Government.     Thus,  while  maintaining  a  national 
goal  in  a  specified  area.  States  and  localities  would  be  allowed  maximum 
flexibility  In  determining  how  best  to  serve  a  population  in  order  to  achieve 
federally  specified  goals. 

To  distinguish  special  revenue  sharing  from  **block  grants"  or  grants-in- 
aid,  there  l9  usually  no  specific  requirement  that  a  State  contribute  a  given 
amount  fbr  the  program  aim.     Matching  requirements  tend  to  deflect  State  and 

^  767 
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local  expenditures  into  areas  where  Federal  funds  are  most  available  and  to 
lead  to  the  neglect  of  nonaided " program  ngeds  which  are  also  Important.  In 
a  program  established  .without  matching  requirements  there  would  be  no  "local 
manipulation,  and  Federal  complicity,  around  the  provision  of  the  local  match* 
Moreover-,  the  fact  that  specially  shared  revenue  would  all  be  Federal  funds 

underlies  the  national  stake  in  [the  program]  and  the  appropriateness  of 

2 

establishing  national  goals." 

\ 

VJnder  a  "special  revenue  sharing  plan  the  administrative  complexity  which 
is  often  a  part  of  grants-in-^id — narrow  and  inflexible  rules  and  regulations, 
applications  for  grants,  reporting,  and  other  procedural  requirements — would 

be  minimized*     In  the  Kixon  administration's  six  initial  special  revenue  shar- 

A3  - 
ing  proposals  of  1971-72,     planning  was  required  buir  was  not  a  condition  for 

receipt  of  funds,  and  release  of  funds  was  not  conditioned  on  prior  Federal 

approval.     There  was  a  requirement  for  reports  to  the  Federal  administrator'* 

who  in  turn  had  to  make  an  annual  report  to  the  President  and  Congress.  Thus 

much  administrative  rigidity  would  be  eliminated  and  States  would  be  freer 

to  tailor  the  use  of  funds  to  tjheir  specific  needs. 

On  the  other  hand  it  can  be  argued  that  when  localities  are  alloved  such 

^)road  discretion  in  the  use  of  fun^s  as  vjould  occur  with  special  revenue 

sharing,  it  cannot  be  certain  that  all  would  be  able  to  achieve  national  goals 

in  rehabilitation  without  specific  direction  or  ttiat,  without  monitoring  of  - 

funds,  misuse  would  not  occur.     Critics  of  general  revenue  sharing  claim  that 

revenue  sharing  "is  not   being  focused  on  the  neediest  States  and  cities,  that 

some  localities  are  using  it  to  discriminate  against  minority  groups,  and 


2.  Melvin  A.  Mogulof,  "Special  Revenue  Sharing  in  Support  of  the  Public 
Social  Services,"  Working  Papet-  963-16,  The  Urban  Institute,  Washington,  1973, 
p.  19,  '  .  ' 

3.  The  -six  prop(^  lals  wej/e  In  the  areas  of  transportation,  manpower, 
education,  .ur^n  community  deA/clopment  ,   rural  community  deve  lopment ,  and  law 
enforcement.  0 
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that  citizens  have  little  voi|ie  in  how  shared  revenue  should  be  spent." 
Federal/State/Local  Finding         '      ^  . 


ProKrams  which. are  federally  author;tzed  but  jointly  funded  by  State       [  * 

I  - 

(and  sometimes  local)  governments  'generally  allow  greater  variation  among- 

^  V 

States  in  terms  of  program  desig;n  and  administration  and  reduce  the  financial 
burden  on  the  Federal  Government.  Arrangements  under  which  ^States  contribute 
to  pirogr'am  financing  may  involve  (1)  an  allocatioji  formula  to  determine  the' 

Federal  contribution  to.  individual  States  base^  on  such  State  characteristics 

'         ^  *      5  - 

a^3  total  population,  target' populatipn,  and  Income,  etc.     and/or  (2)  a  matching 

ratio  that  fixes  the  number  of  Federal  dollars  for  each  dollar  contributed'  by 

:  '  •     ■  •     ->  ,  , 

a  State  towards  a  pai;ticular  program,  possibly  variable  by  State  and  possibly 

subject  to  a  maximum  determined  by  an  allocation  formula.  ' 

^  ^  '  '  ■    '  / 

Possible  allocation  formulae  for  determining  amounts  of  Federal  contri- 

'  ■   '  -  •     *  o 

bution^  to  ^tateiB  include:  il)  a  fixed  percentage  of  Federal  outlays  across 
all  States;  (2)  a  percentage  which  varies  by  State  according  to  such  factors 
as^ per  capita  Income  or  other  measures  of  wealth;  and  (3)  a  percentage  which 
decreases  with  Inc'bme  and  rises  with  the  level  of  State  "effort." 

A  prograiii  to  promote  the  independence  of  the  disabled  could  use  combina-  . 
tions  of  various  al^location  formulae  and  matching  rates.    There  are  numerous 
precedents  for 'using  multiple  allocation  rates  and  matching  formulae  in  the 


sathe  program. 

For  exam] 

4.  Joel 

Havema^n , 

Natiot.al  Jourt^al  Rejports,^^  January  1975,  p.  §5. 

5.     Population  or  estimates  of  target  population  may  be  used  as  fact^>rs  to 
measure  potential  demand  or  need.     Incom^  measures  may  be  used  as  factors  on 
the , assumption  that' making  Federal  funds  more  available  to  "poorer"  States  than 
"richer"  Startes  (i.e.,  taking  Into  account  States*  ability  to  pay)  will^stimulate 
program  growth  in  "poorer"  States  and  will  thereby  prevent  inequities.    The  use 
of  income  factors  also  maintains  the  position  of  the  Federal  Government  as  a 
redistributor  of  income.  .  « 
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6  • 

disabled.     States  were  reimbursed  by  the  Federal  ^vefnraent  for  $31  cf  thfe 

first  $37  of  the  ayerag^e  monthly  grant  per  recipient.    For  Wounts  in.  the 

 - " " 0^     \"-  ^'  \ 

average  grants  exceeding  $37  and  up  t>o  .$75,  the  .Fede^l  Gov^nment  paid 
\    between  50  to  65  percent  based  on  a  formula  which  |pok  Into  ^ccojant  St^t^ 


per  capita  income.     States  which  had  a' Medicaid  plan  had  the  o^Jtion  of  using 
.<   the  "Federal  medical  assistance  percentage"  to  determiSie  the'^ed^ral  share 
of  assistance  payme<p:s,  whicli  varied  from  50  to  83  percent  and  which  imposed 
no  maximum  on  the  Fedejral  share  of  amounts  based  on  the  average  -gr^nt..  The 
Federal  Government  paid  75  petcetit  of  expenditures  for  defined  services  and  ' 
.50  percent  of ^ other  administrative  costs.     State  participation  in  the  programs 
a      Was  mandatO'ry;  local,  participation  wa?  optional.    jPe^deral  funds  were  appropri- 
*/    ated  from  general  revenues 

V  In  the  CSAVR  survey  of  VR  directory  referrj^d  -to  earlier,  some  directors 

felt  that  the  current  matching  rAtio  in  effec/  for  (VR  (80- percent^ Federal 
funding)  should  also  be  used  in  an  ILR  program  in  prder  to  insure  equity  among' 
program  recipients,  in  any  jointly  admi^tisiered  VR-ILR  program.  It  may  be  ' 
e 'desirable  for  the portion  of  a  join/^program  to  be  funded  at  a- lower  level 
tlian  tTie  VR  portion,  so  that  counselo/$  will  not  be  motivated  toward  achieving  * 
independent  living  goals  alone  when  ya  vocational  goal  may  *also  be  possi^l^e-^ith 
extra  effort.  On  the  other  hai^.  If  it  were  difficult  to  raise,  the  Sta5e  share 
for  an  ILR  prograt/ (for  instance^  i£  le^slators  and  others  prefer  to  dispense  ' 
money  to  a  prograiia  that  will  show  an  economic  return  by  lead^^ng  to  productivity 
on  the  part  of  thd ^individualy,  it  might  be  easier  to  raise  funds  if  the  Federal/ 
match  were  90  percent. 

) 

The  Vfe  programv  ha3  u^Be/d  several  combinations  of .  allocation  formulae  .and 


taatching  rates.    Initially  the  allotation  formula  to  determine  the  maximuici 


ERIC 


\   ^6.     Old  Age  As^sistahce  (OAA)  ,  Ai<r  to  the- Blind  (AB)  ,  ^and  Aid  to  the 
fertoafiently  and  Totally/Disabled  (APTD)  ,  no\Xr  replaced  by  the  Supplemental 
'Security  Income  prog:^$m.  ^  .  , 

7  'i  0 


allotment  for-aach  St|ite  was  based  on  State  papulation  alone,  and  the  matching 
ra'teV  which  determined  fhe  amount  of  Fedifal  reimbursement  for  State  expenditure  , 
was  50'percent.     The  minimum  allotment  for^eactf  State  was  $5,000.    At^r^sent , 


•  s^parare  authorizations  are^made  for  different  types  ^f  grant  programs.  Grants 
*  for  innovation  and  expansion  of  VR  programs  and  services  t9  handicapijpd  indi-  ^ 


vlduals  are  allotments  to  States  of  amounts  vbearing  the  same  natio  to  the  total 

••/-■■ 

sum  appropri'ated  aB  the  States'  populations  bear  ^to  the  U.S.  population.     The  ' 

<^  '  ~  .  .  ^  . 

imum'  allotment  is  $50,000  and  federal  matching  is  90  percent,  as  aji  incentive. 


sum 
mlh 

.   Gj?ants  for  research,  tralBAng,  special  pin:oJects,  and  demons tratidns  are  not 
su'^j^ct  to  Allocation  formulae,  and  matching  ratios  are"  often  junspecif  led  and  / 


left  to  administratiye  determination. 


LWtatj 


Grants  for  basic  vocational  rehabiWtatlron  afirvices  are  currently  al/ocated 
by  means  ^f  the  **Hill-BuTton"  formula,  io  that  a  Stater's  allotment  for  /^astc 
services  Is  directly  proptsrrtional  to  its  populati  on  and  inversely^ proroort tonal 
to  the.  square  of  a  per  capita  income  factor.     Tl^e  minimum  allotment  to  which  a 
State  Is  entitled  is  (1)  one-quarter  of  1  percent  of  the  total  ^jipropriat ion, 
(2)  $2,000,000,  or  (3)  the  total-^ayment  to  the  State  in  f isc^/  year  1973, 
whichever  Is  th^  greatest.    Th»* Federal  Government- Will  match ^the  State's 

share'  at  80  percent.^  ■  ,  '  -  ,  '  ' 

■  < 

The  Federal  allotment  ^to  which  a  State  is  entitled  for  Vocational  Reha- 

.    "     '     •  8 
bllltatlon  may  generally  be  expressed  by  the  following  equation.  ' 


.  7.     The  VR  agencies  are  reimbursed  at  100  percent  of  , the  costs  of  reha- 
bilitating disabled  l^lind  recipients  of  SSI,  and  1  1/2  percent  of  Disability 
Insurance  (Dl)  trust  fund  monies  are  available  to  finance  rehabilitation  costs 
of  DI  reclplen/ts  at  100  percent  under  specific^nd  stringent  rules. 

8.     The  following  formulations  an^  Explanations  are  from  JWK  International 
Corp.,  Vocational  Rehab^ilitation  State  Allocation  Study  (Annand^le,  Va.  :mThe 
Corporation;  T97A),  pp.  I1I-8  and -111-9.  ,      .  *  W 
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•  where:    A.  -"^allomnetit  .($)  for  current  fiscal  year  for  State  d; 

«.  1. 

^  .         ^  population  of  State  i;        ^   '     *  j 

T    °  total  amount  of  federal  funds  authorized  to  be 
^  >  *  appropriated  for  hasic  Vocational  rehabilitation 

services  -in  current  fiscal  year; 

a^  =    allotment  percentage"  for  State  i. 
The  "allotment  percentage,"' a., ^ in  the  above  formula  is  defined 

BB   follows.  -  .  -  0  . 

PCI, 

a    °  100  '50 


where:    PCI.  =  per  capita  inctome  of  State  I4 

PCI^g  =^  per  capita  income  of  Unitei^  States. 


1 


Use  of  the  term  "allot;^nt  percentage"  "for  a^  is  ^Smewhat 
leading/ since  in  the  Hill-Burton  formula  it  is  actually  i 


is  s^ewhat  mis-^ 
•-the 

square  of  this  term  that  determines  tijhe  relative  A^ariation  ,of 
the  allotment  from  a  population-only  based  allotmen^jl:. 


*    Three  exceptions  exist3  to  formula  III-2;  '  First',  if  the  use  of 
the  formula  yields  an  allotment  percentage  of  lesa  than  33  1/3 

•  percent  for  a  State,  the  allotment  percentage  far  that  State  He 
set  equal  to  33  1/3  percent.    Second, a  if  the  formula  yields  an 

'allotment  percentage  that  is  greater  than  75  percent,  the  percent.- 
age  is  e(fual  to  75  percent.    And  third,  the  allotment' percentages 
for  the  District  of  Columbia,  Suam,  the  Virgin  Islands,  Ameri'can 
Samoa,  and  the  Trust  Territory  of  the  Pacific  Islands  ^re  all 
set  equal  to  75  percent.     It  is  noted  that,  for  th€\  current  dlstri- 

'  bution  of  State  per  capita  incomes,  the  33  1/3  and  75  percefat 
limits  are  nevqr  actually  exercised  ,for  any  State^t  ^ 

In  rec6nt  years  there  |ias  been  mounting  debate  concerning  the  aquity 

■      >  . 

of  the  allocation  fon|pla.    The  present  formula,  introduced  in  the  Vocational 
Rehabilitation  Amendments  of  195A,  was  intended  to  encourage  the  development 
of  VR  service  progr^mH  In  the  poorer  States.    Thus  the  formula  which  wIih  ^ 
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developecT^t  strong  emphasis' on  States'  al^ility  to  pay  as  represented  by  per 
capita*  income.     Critics  argue  that  "circumstances  have  change'd  sijice  then. 
While  the  purpose  of  the  earl/  legislation!  appears  to  have  ,been  accom/lijshed , 
the.  more  populous  States,  which  generally  lhave  the  higher  per  capita  income, 

'    '  ■^     ■   :  ■  ■  •       ■     ■  • 

now  have  outstanding  problems  in  meeting  the  great er.n^ds  associated  with  * 
'urban  overburden''/'      The  existing  formu|la,  introduced  in-  1954,  is  behoved  - 
to  he  inequitable  in  distributing  fund§  fin  today's  environment,     It''*is  argued 


that  the  square  oa  the  allotment  percentage  has  the  effect  of  placing  a  burden 
on  the  higher-income,  ur^DarAzed  States  and  of  failing  to  recognize  the  s^v^re 


needs  for  FedeVal  funds  in  these  areas. 

International  Corporation  found  that  "trie  current  [Hill-BOrton-]  <alfi|cation 


The  Stat^  Allocation  Study  by  JWK 


formula  introduces  substantial  inequities  in  allocating  funds  to  Statefs," 

J  "   •  ^ 

equity  being  defined  as  the  extent  to  which  the  allocation  matches  the  inci-^ 

dence  of  the  VR  target  population. According  to  one  study,  .tf  to 'alj.otmeot 

percentage  in  one  State  is  one-half  that  of  anoth^  State  (population  held 

const|int),  the  first  State  would  be  entitled  to  only  one-quartel:  as  much 

Federal  money  a&  the  second.     If  the  p^r  capita  income  of  one  State  is  half 

!  •     '  .  ■  ' 

that  of  another  (population  held  constant)  and  if  the  per  capita  income  of  the 

richer  State  is  25  percent  less  than  tljife  U.S.  per  capita  income,  then  the 

*  i  *  * 

allotment  of  t,he  poorer  State  is  33  percent  larger  than  that  of  the  richer 

*  *  ^  \ 

one.     However,  if  the  per  capita  indomie  of  the  richer  State  is  25  percent 
larger  than  that  of  the  U.S.,  then  thej  allotment  to  the  poorer  State  is  100 
percent  greater  than  that  of  the  richejr  one.    Thus  squaring  the  per  capita  in- 


comes over  States  with  higher  per  capl 


ta  income . 


9~.     Statement  of  Ewald  B.  Nyquistj,  submitted  to  the  Subcommittee  on  the 
Handic^ped,  Senate  Committee  on  Laboif^nd  Public  Welfare,  1/10/73. 

10.    JWK^nternationarl  Corp.,  op.  cit .  ,  Allocation  Study,  p.  II-l.' 
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^   The  'JWK  itudy,^  considers  tJhe  following  as  concepts  which  could  be 

represented  in  an  alloca^tion  formula:     the  pdtential  demand  for  Vft  services,  • 

«.       * .  ^ .    -    *  . 

the  ability  of  a  State  to  pay,  State  effort,  the  costs  of  providing  VR  services, 

^  •  _  ■      _   ^   

and  State  wHliigness  to  pay  for  VR  services.     They  found  no  satisfactory  waiy , 
of  repreer^nting  the  last  three  factors.     Two  formulas  emerged  from  the  study^ 
which  were  felt  Jto  be  more  equitable  than  the  current  formula.    One  allocates 
funds  proportional  tp  thej^jjlj^^ted  target  popoilatiotf  (a  proxy  i^easute  of. 
.potential  demand).     The  kecond  (presented/Unth  reservations)  modifies  Uhe 
first  by  including  an  unsquared  per  fa^lta  income  factor  as' a  proxy  for  ability 
to  pay.  .  '  '  .  ^ 

Some  of'  the  benefits  of  States*  sharing  in  the  costs  of  programs  include: 
(1)  the  financial  and  administrative  burden  on  the  Federa\^ Government  is 
decreased;  and  (2)  design  of  the^-program  and  admiifiistratloiYof  funds    re  more- 
f le^xible  and  the  program  can  be  more  geared  to  the  special  needs  of  individual 
Sta4:ed— sJii.e. ,  there  is  greater  State  and  local  determination  of  the  character 
arid  Structure  of  the  program  and  the  means  by  which  program  goals  are  achieved. 

An  argument  against  Federal /State  financing  is  based  on  Federal 
match.     When  program  A  provides  for  Federal  reimbursement  at  7.5  piercenL'and 
program  B  provides  for  Federal  reimbursement  at  50  percent,  biases  in  favor  of 
using  program  A  whenever  possible  are  bound  to  occur.     Thus  ^different  march- 
ing  formulas  may  lead  to  different  utilization  of  programs  arising  from  the 
percent  of  the  Federal  match  and  not  based  on  the  roeri^  and/or  appropriateness 
of  tl^e  programs  themselves.     In  addition,  the  match  can  affect  ec^uity  of  treat- 
ment of  different  categories  of  individuals  within  indiyldual  programs.  For 
example,  the 'current  VR  program  has/ a  fixed  matching  rate  of  feo  percent  for  serv 
provided  clients.     If  it  is  true  that  counselors  are  more  likely  to  favor  those 
with  less  severe  disabilities  and  are  less  likely  to  help  th^f"  more  ''difficult" 


sevei;ely  disabled,  a  fedefal  percentage  »of  90  percent  fKc^hls  category  and  80.  per- 
cent far  the  less,  severely  dlsab^^  ml  ght*^  provide  greater- IncenClve  for  "counselors 

to  h61p  the  •most  ^severely  disabled^    Were^  thls^  to  occqr  »>  It  would  bg  necessary   

to  insure  that  clients  covered  under  tgne  80  percent  match  were  not  negatively 
affected.  It  should  be  recalled  tWt  ^for  a  given  Federal,  bjidget  constraii^c,  tYjfe 
higher  the^match^  the  leSs  the  mult!|j)liei?  e^ect  of  th^  Sta|te  match  and  the  4ess 
t-he  total  available.    At  75  percent  the  Fedetal  is^  3  to  1  State;  at  80  percent 


it  is  4  to  1;  at  90  pferjzsett^ltj' is  9.  to  1,     For  $9  Federal  at' 75  percent  th6  . 


State  matches  $3  for  a  total "of  $12.     At  90  petcfent-  the  State  matches  $1  for  a  total 

of  $10.        ^  ^  ;^  ^  •  ^ 

A'fiftal  confifideration  iq  the  financing  of  an  ILR  program  i^  whether  financing  - 

should  be  openr  ol/  closed-end^d.     Open-endeci  f|indlBg  allows  for  program  growth  and 

'  .        )         ^    .      '      *        •  '  .      '        .        ^       •  . 

expansion:  with  closed-vended  (fixed)  ;fundfng,' once  States  have  utilized  their  "full* 

\  '  ' 

Federal  allotnJent  by  matching  all  the  ^Federal  money  available  to  them,  they  can  go 
nb  further  wlt>i  th€^ir  programs  without  using  100  percent  State  tunds.     On  the- other 
hand,  with  closed-end  appropriations  comeis  greatej:  Fedetal  budgetary  control 

■     '      ■         ■  .  •   •  .  '  / 

over  appropriations.  .Examples  gf  programs  serving  the  disabled  which  h<ave  open- ^ 

-    ;  .     .     •     ■  .  -X  , 

ended  funding  are  Medicaid,  SSI;  Meificare,  OASDI  apd  Railroad  Retir^ent*.  Some^ 
closed-eiided  ^t)rograi!is  are  Vocational  Rehabilitation ,  Crippled  Children's  Service, 
'Title  XX  Social  -Sfervices,  Aid  to  Education,  and  programs  of  the  ^agency  under  the 
Olcier  Arae't'icans  Act.  ^  *    .  ^ 

OPTIONS  CONCERWING' FUNDINb  THROUGH  OTHER  PROGRAMS     '  ^  '  . 
^'t  should  also  be  realized  that  progrfeis  can,  b^  funded  from  more  than'one 
source.    There  are  many  examples  of  Jolnt.--ftinding;     hfedicaid  pays  the-  costs  .of  » 
premiums,  deductibles  and  .co-ihsuranoe  of  the  eligible  poor's  participation  in^^ 
t^e  Medicare  program  in  some  States;_VR  services  for  certaip  Dl/rpclpients  are 
by  DI  Trust 'Fund  monies;  and  •VR  agencies  are  reimbursed  at  100  percent  of  the 
coots  of  rehabilitation  for  certain  blind,  and  disabled  recjfpients  o  f  ssi:  Jin  ^ 
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^  f 

addition, ^VR  agencies  are  required  to  make  maximum  use  o'*  similar  benefits  ' 

provided  by  other  programs.  *  ■         •    /  * 

It'" 

.  (      .        .   ^  ,  . 

Tt  ig  conceivable  that  fees  and  services  in  a  program  for  independent 

livfng  could  be  financed  in  part  through^  other  programs  which  provicje  ,^lmilar 
^benefits.     As  mer>tioned  above,  the  I>I  Trust  Fund  and  SSI  currently  pay  100 
percent  of  the„  costs  of ' vocational  rehabilitation  for  recipie^nts  who  qualify 
under  work-related  rules.     The  possibility  could  be  examined  of  relaxing  these 
rules  so.  that  the  DI  Trust  Fund  and  Jftl  could  cover  the'.costs  of  Independent  * 
living  services  ^to  disabled  populations. 

other  programs  can  also  be  used  to  defray  the  costs  of  services  in  an 
independent  living  program.     One  such , program^  which  .also  serves  disabled' 
individuals,   is  Social  Services   (Title  XX)  ,   the  goals  of  which  include  the 
achievement  or .  maintenance  of  self-sufficiency  atid  economic  self-support.  - 
and  the  prevention  or  reduction  JDf  inappropriate  institutional,  care  , through 
thd  provision  of  home-based  care,  community-based' care ,  or  otlfeKtypes  of  " 
less  intensive  care.  ^  Under  TUle  XX,  services  provided  will  be"  at  the^is- 
cretion  of  t^e   States  urtder  broad  Fedetai  guidelines ,  so  that  not  all  /tates. 
will  provide  the  -Same  services  ogr  serve  the  same  populations.     Some  ^  the 
services  inan  Independent  living  program  which  coulQ  be  provided  under  Title 
XJf^might  Include  services  related  ta  home  management  and  maintenance,  tcans- 
porbdtlon  services,'  training  ami  related  services,  meal  services,  nnd'henlth 

support  services.        .  ■  ■ 

"  *  '  *  <» 

The  Medicaid  program  al-so  has  a  goaljjf  providing  rehaWlltatlon  knd 
other  services  to  help  individual^  retain  or  attain  the  capacity  for  Indeperidenct 
ur  self-care.     Medicaid  optional  services  vary  across  St/ates;  for- persons'  in  an 
IndepeYident  living  progr^jm,  those  el'iglble  for  Medicaid  could  receive  such  servi 

•  / 

as  hospital  and  physiinl   care,  x-ray  and-  laboratory  services,  home  hfealth  care 
servlcea,  drugs',  prosthetic  devlcefr,- physical  therapy,  and  other  rehabilitative-, 
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■■'   ■    '  ,    ■       .       /       •  '  '        .  • 

services.    Medicaid  is- a  very  complex  program, in  which  el^lbility  and  service 

delivery  var5r  from  State  to  StatV.     For  instance,  Tennessee  allows  or.ly  20 

4ay&  per- j^eaiK -of-- inpatient  hospital  daya^  while  New  York  an^  California  imppse 

no  liM-tati^.:^  -Some  Statea' covar  the  medically  indi^^t^while  others  coyer  onl^  ' 

.   the  categorically  eligible.     The  end\result  in  the  VR  program  can  be  seen  in  -  , 

the  fact  that  Tennessee,  for  example^  spends  A3  pe^rcent  of  its  total  VK  Ijudget 

on  medical  restoration  services,  while  New  York  spends  only  1  percent. 

Another  major  source  of  medical  care  is  the  Medicare  program,  which 

covers* the- aged »  those  with  end-stage  renal  disease,  and  other  eligible  disabled 

•  individuals •    As  3uch,  it  is  a  source  .of  funding  for  VR  clients.  Medicare 

does  not.covicrr  in  full  many  costs  of  services,  although  Medlrtaid  cdn  in  some 

States  for  thoae  eligible  for  that  as  well.     Ot\ier  sources  of  medical  care,    ^  . 

for  those  eligible  for  the  programs,  include  Crippled  Children's  Service", 

private  insufance,  CHAMPUS ,   tl|^.  Veterans  Administration,  State  and  local 

programs,  c^ominunity  mental  health  programs,  alcoholic  and  drug  treatment  .pro^^ 

grams,  the  Developmental  l^sabilities  program,  a>gd  workers'  comiiensation . 

Resources  of  Still  othlr  prbgrams  should^b^  utilized  in  an  in4ependent 

llvlniB  program.     If  Kiigher  education  were  included  In  the  program,  it  coul^^ 

be  maridated,  ns  in  the  VR  act,  that  no  sarvlces  or  training  be  provided  In  '  .  " 

.Institutions  of  higher  learning  withou^  first  trying  to  obtain  grant  assist.uui* 

from  other  HOiirces  to  pay  for  all  or  part -of  such  Urainihg.     Programs  which 

could  be  used  to  provide  such  ansistance   include  basic  education  opportunity 

grants,  guarai;iteed  loans  for  persons  with  low  income,  and  scholarships.     The  Gl 

Bill  can  also  t!(i..uHed  for^  educTational  expenses  for  those  .eligible .  Financing 
>»  >'  . 

of  training  services  -might  be  provided  throuj^  programs  such  as  the  Work- 

-^Incentive  Program,^  the  Comprehensive  Employment  and    Training  Act",  vocational 
'   i>  •  '  •  '  *  '  .  • 

education  or  traioinj^  programn,  tind  otlic^r  manpower  and  training  programs. 
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VR  can  provide  maintepance  payments  for  individuals  undergoing  a  rehabi- 
litation  program.-   In  a  program  foi;  independent  living,  individuals  would 
also  be  in -need  of  such  sub^idies.^  -Par  thosefwho  are  most  Sevete,  entitlement 
to- Disability  las^ranee  or  imtrlic  aHHistarrce -t5TT3gramS  sucTT  as  "JSrr  ATTlC.  '  anT^"  " 
Cenaral  Assistance  should  be  fairly 'automatic .  •     *    '  . 

TKis  section  J.s  hot  intended  to  be  an  exhaustive  review  of  other  programs 
serving  the  disabled,  but  as  an  illustration,  of  how  th^  resources  of  other 
programs  can  be  used*  in  a  program  of  independent  1 ivlng ,     In  utilising  othrr 
program  benefits,  care  must  be 'taken  to  insure  continuity  of  s«-rvice,  organi- 
zation of-  supply;  anni'  program  coordinat ioti.     In  the  event  thatvan  ILR  program 

?  '    *  ' 

had  a  fixed  appropriation,  as  does  VR,   then.it  makep  sense 'that  full  inve^tigati 

nhoul.d  be  "made  of  alterriative.  sources  of  funding  from  more,  open-ended  programs 

'  '  ■      ■  '. 

which  prdvlde  similar  benefits. 

OPTIONS 'GONCERNLNG  CLIENT  COST  SHARING* 
In  discussing  the  financing  of  a  program  of  independent  living,  some  cpn^ 

f  * 

sideratlqn  should  be  given  to  tHe  possibility  of  client. co|t  sharing. since  some 
services- provided  under  a  program  of  this  type  might  include  those  normally 
provided  by  the  individual-  —  meal  preparation  /  homemakijig,  recreational 
activities",  etc. 

Client  cost  sharing  could  include^  payments  -associated  with  inclusion  in 
the  program  and  payments  associated  with  use  of  the  program's  ca^e  benef-ir«.^^ 
Payments  Associated  with  Inc'jjis^i on  in  Program  ' *  ;  ^ 

The'options  within  this  dime;;ision  ^clude  (1)  no' payment,   (2)  insurance 
payments,   (3^  capitation*  fees,  and  (A)   income-scaled  capitatioji  fees.  Use 
"  < 

>       .  *Much  of  this  section  is  adapted  from  Will'iam  Pollak,  '^Federal  Long-Term 
Carp  Strategy:     Options  and  Analysis,'*  Working  Papier  gyO'-'GA-Ol,  The  Urban- 
Instit^ute,  Washington,   1974,  pp.  7-18. 

11.  ,  Inclusion  in  program' means  that  ine  is  eligible  ,;^for  benefits  in\he 
event  that  fine  suffers  wn  illness  or  impairment  centered  by  Lhe*program,     IL  does 
not  mean  that  one  use^  'the  pi^ogram.  > 


( 


of  any  of  tihe  latter  three  options  creates  alternatives  consisting  t^e 
rates  at  which  payments  can  be. set  or  the  schedales  whi,ch  can  be  employed 
to  determine  payment '  riates  •     It  is  apparent,  however,  that  vaddi-tidnal,  options 

--^  ........    .........         ._      -   .  . 

can  be  greated  by  combining  aspects  of  the  options  presented  here  and  that 
others  exist  which  are  unrelated < to  those  presented  here.  , 


1,  No  payment  , 
Persons  may  be  included  in  the^  program  without  paying  any  fee.     If  this 

is  done,"  the  program's  deficit  on  other  accounts^  will  ha^^e  to  be  ^nanced  either 
from  general  revenues  or  from  a  special  tax  unassociated  with  inci^iSion  In  the 
program] Medicaid  and  Social  Services  currently  impose  no  inclu^J-on  fee  and 
the  Federal  shates  are  financed  from  general  revenues  whereas  Medicare's  hospital 
Insurance  also  generally  imposes  no  inclusion^  fee^  but  is  financed  by  a  special  /. 
earmarked  tax.     Financing  of  the  program  through  general  Revenues  will  be  more 
progressive  than  financing  it  with  insurance-type  or • capitation  inclusion  ^ees, 
both  of  which  will  fend  to-i>e  regressive  in  nature.     No  statements  about  Incidence 
can  be  made  concerning  special  taxe's  or  income-scaled  capitation  fefes  since 
their  incidence  will  depend  on  the  particular  schedule  used  to  establish  tax 

payments  or  fees.  ^  ^  ^  ^ 

2.  Insurance  payment  ' 

An  individual's  payments  for  insurance  approximate  the  expe9ted  value  of 
his  program  benefits.     Consequently,  because  the  expected  value  of  program 
benefits  vary  among  individuals,  insurance  payments  wil-l  also  vary  among 'indivi- 
duals.     Under  what  might  be  called  a  .pure  insurance  payment,  an  effoift  is  made 
to  identify  accurately  the  expected  value  of  payments  to  an  individual  (i.e.,  his 
risks).     This  enables  the  seller' -to  impose  a  low  premium  so  as  to  attract  the 
buyer  while  assuring  that  he  will  not  lose  money  on  a  large  group  of  similar-, 
tislc  insurance  buyers.     The  most  severely  disabled  (or  highest  risk)  persons 

9 

%       12^     If  ^coverage  of  program  is  universal,  then  an  inclusion  fee  will  be 
„indiotingui9h^JblG  from  a  special  tax.  n  n  {\  ^       *  ' 

/  /  y 
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who  dre  likely  to  face  higher  medical  expenses  than  those  less  -severelV 

disabled  (or  lower  i/isk)  will  consequently  pay  hl^gher  'premiums  than  less 

^     *  '  •  '  .     .    '    '  ^  

severely/disabled  persons.     Second,  a  program  funded  by  an  insuranc(rtytjje    .  , 

^     .  f       '  13  '  > 

payment  is  not  considered  redistributive.        In  each  instance  the  premium 

payment  approximates  the  val-ue»of  the  insurance  policy  —  that  is, -the  exi^^cted 

value  of  insurance  benefits.     No  category  of  tndividualQ  pays 'an  excesis  over 

expected  program  benefits  in>*order  to  subsidize  the  prggram  benefits  of  another 

category  of  indivi;iuai^ —  and  in  this  sense  an  insurance  type  program 

XT  :  •  . 

is  not;  redistributive.  '  .  \  * 

'        Third,  a  large  share  of  all  p/^rJ&ons A^rho  will  require  sesyicg'S  from  an 
independent  living  program  over  the  next  se;veral  yeaps  already  suffer  from 
an  illness  or  impairment  rather  than  bfeing  at  risk  of  a  disabling  ^n4lt£^.  • 
A'^program  literally^  financed  by  insurance-type  payntents  would  benefit  these^ 
people  little  since  their  payment*  would  have  to  cover  c^sts  whicrh  are  known 
with  certainty/    An  insurance-type  program  would  thei^efore  be  practicable 
and  he^^pful  to  the  already  impaired  only  if  it  was  diverged  from  in  onier  " 
to  finance  the  care  of  this  la^ge  category  of  persons. 

3."    Capitation  Fee.  ^  -  v  " 

If  the  program^  i'S  financed  by  a  capitatiory^ee  each  eligible  individual 
pays  the  same  flat  f^e  for  inclusion  in  the  program.     If  the  c^ipitation  fee 
option  is  sele'cted,   further  diBcussiqps  muet  be  made  concerning  the  dollar" 
values-  at  which}  the  fee  can  be  setT.     An  indepandent  living  program  which  is 
financed        capitation  fees  may  resemble  an  insurance  .program  on  the  benefit 
side.     It  is  not,  however,  an  insurance  program  aft  defined  above  because 
is  not  financed  by  fees  corresponding  to  risks  but  rather  is  financed  by  fees* 


13.  Taken  by  ItHclf,  without  nccountluK  for  nruKrnm  bonefllH,  tht* 
incidence  of  the  InHuranrce  typo  f^eo  1h  Hkely'  to  Ibo'rogresHi vc  notfd 
below.  .     .      '  • 


'/so 


<•  .  .    .       V  — 

■»  ^       ■  ■      «       ,  , 

which  are  equal  for  all  potential  beneflciarlea* 
••  ^  *  • 

*  An  independent,  living  program  which  is  financed  by  capitation  fees  Is^*' 

redistfibutive,    It  redistributes  from  those  who  are. identifiable  at 

the  outset  as  low-risk  participants  to  those  identifiable  as  high-tisk 

y  •  participanta,   -because -it  redistributes,  aft  independent  living)program  financed 

\  .      ■      ^         '     "  ■     ,  '  • 

by- capitatio^*  (or  other^ non-insurance  type)  fees  would  have  to^compel  eligible 

\  V  •    -  ^        .       '  ^  —  •         .  J 

individuals  to^join.     If /tiot  compelledT,  manyw  of  those  viho  are  donors  in  the^  re- 

distrilDution  would  rejecf  the.  program.    Hh^y  could  purchase  ,its  insurance  * 

:v    ■  '  •      •   '  ^     ^  • 

-    component  in  the  private  matket  without  subsidizing  the  cQverage  Qf  higher 
risk  (and  poor,  if  the^- fees  are  .scaled  to  income)  indiijlduals  .as  they  do  in 

a  capitation  fee^  financed  ptograp.    But  since  the  desertion  of  donors  would 

/  14 

destroy  a  redistributive  program  the  inclusion  of  donors  must  be  compej^led, 
Mfedfcare  medical  insurance  is/financed  half  by  capitation-typ^  premiums  and  is  not 
compulsory,  but  half  is  finanqed  out  of  general  revenues;  the  premium  ($6.70 
per  month)^  is  probably  less  expensive  than  what  is  obtainable  in  the  private 

market.  |>  !  ^ 

If  the  objective  of  an  independent  living  program  were  to  serve  all  those  ^ 
'^  needing  care,  a  program  financed  by^insurance  type  feeg  would  fail  in  part  because 
'    many'^ersons  would  be  unable  to  pay  the  premium  required  for  coverage  unlesp  th^"  , 
program  were  tied,  for  example,  to  Social  Security.    A  program  financed  by 
capitation  fees  diverges  from  insurance  fees  by  ifavoring  those  in  high  risk| 
categories.     It  does  not,  however,  assist  persons  whose  low  income  would  prevent 
the  payment  of  a  capitation  fee  just  as  it  weuld  prevent  the  paymd%it  of  an  insurance 
premium.     An  alternative  is  that  fees  for  the  pooj^b^^aid  by  other  programs  /  as 


14.     If  financed"  out  of  general  revenue^  compulsion  arises  in  the  compelling 
.of  tax  payments •  .  . 
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thk  Medicare* premium  for  *the  eligible  poor  is  paid  by  Medicaid.     It  also  " 
could  be  avoided  by  financing  the  program  with  an  adjusted  capitation  fee.' 

4.,  Adjusted  Capitation  JPge       '  •  .      .  * 

/     •      An  adjusted  capitatpLon  fee'^is^a  fee  paid  by  each  individual  which,  though 

Independent  of  the  individual '  sTlsk  (category,  rises  with  incSome.     If  t>is 
^^J^nancing  dption  is  select^ed,  alternatives  within  it  include f  (a)  the  minimum 

level  of  income  , at  which  a  payment  must  be  paid,   (b)  the' rate  at  whicli  payments  ' 
rise  with  income  once  income  level  (a)  is"  reached,  and  (c).  the  maximum-Inclusion 
.     fee  which  is  levied  by  the  program.     If  fees  are  scaled  to  income  in  order  to. 
avoid  undesired  distributional -effects,  that  should  be  done  wlth'attention  paid' 
to  possible  conflicts  with  Work-incentive  objectives  of  income  maintenance 

\  r  #^  •  • 

.  programs .  ^  ^ 

Payments 'Asscfciated  with^he  Use  of  Pjogram  Benefits  '  . 

In  the  Vocational  Rehabilitation  program  from  ita  inception  until  1943, 
there  was  no  Federal  requirement  for  an  economic  need  test,  although  in  practice^ 
States  attempted  to  draw  in  client  contributions.    Under  the  1943  amendments. 
States  were  required  to  use  economic  need  tests  to  determine  client  'contributions 

'    or  finjncial  supplementatfon.     In  1954,  the  Federal  requirement  for  economic  need 
tests  was  amended,  and  in  1965  it  was  eliminated.     Economic  need  tests  are  n^^ 
opt^ional  with  the  States,  except  that  Federal  regulations  specify  that  States  may 
not  apply  a  need  test  as  a'  condition  for  furnishing  (1)  evaluation  of  rehabilitation 
potential;   (2)  counseling,  guidance,-  and  referral  services;  and  (3)  placement. 
When  the  1965  amendments  werej.  under  consideration,  the  House  Education  and  Labor 
Committee^  s^^atad  in  its  report  (House  Reporr.  432)  that  "the  Committee  wishes  to 
emphasize^its  feeling  that  rehabilitation  s.  rvices  should  be  made\^vailable  on  the 
basis  of  the  person's  handicap  and  not  on  the  basis  of  economic  need.''    In  a  report 
later,  requested  by  the  Committee  it  was  shorn  that  there  had  been  progress  towa^rd  the 
Committee  objective  in  that  most  States  liberalised  the  conditions  governifng  their 

Vb2 
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need  tests.    Eleven  States  eliminated  econoinic  heed  tests  from  their  general' 
VR  plans,  and  eleven  States  did  so  in  their  plans  for  the  blind.    These  changes 

seemed  to  indicate  that  Federal  standards  prior  to  the  amendments  had  been  ^ 

^  /.  '       '      ■  -  .-  "  •        ■  - 

restrictive.  »         -  . 

State  agencieis  today  may  choose-  tcl^reqdire  need  tests  lor  all  services  . 

except  those  federally  exempt;  to  require  no  tests  at  all;  on  to  selectively 

apply  a  test  to  all  services  not  exempt  from  Federal/ regulations.    As  of 

October  1971*,  42  general  VR  agencies  ieqatri^d  some  economic  need  tests,  and 

33  of  them  use<I  the  selective  approach  in  applying  th|e  need  test. 

.  While  this  is  the  manner  in  which  VR  operatres,  there  are  other  approached;' 

^ which ^merit  consideration.    Under  discussion  in  this  section  will  be  program 

usage  requiring  <1)  no  payment,  (2)  deductibles,  and  (3)  co-insurance  and  co-' 

payments,  .  . 

>       1.    No  Payment 

^  Persons  may  receive  services  from  pro gi:;ams  without  paying  any  fee,  as  currently 

occurs  in  the  Medicaid  and  Social  Services  programs,  VA  hospital,  tiursin^  home 
and  medical  care  program$^,  and,  in  sorae^  States,  the  VR  program.     If  this  is  done,  . 
fees  must  be  financed  from  general  revenues  or  from  a  special  tax.     This  type 
of  arrangement  may  be  selected  if  most  of  the  persons  in  a  program  have  low^  in^ 
comes  and  are  unable  to  pay  fpr  services.     If  only  a  small  percentage  of  those 
served  can  afford  to  pay,  the  administrative  and  accounting  costs  involved  «in 

charging  fees  may  be  larger  than  the  amount  that. could  be  collected  by  the  im- 

■» 

position  of  deductibles  and/or  fees  for  service. 
2,  Deductibles 

The  virtue  of  a  program  which  is  insurance  on  both  ,the  payment  and  benefit  ^ 

•  V 

sides  is  that  for  a  fixed  price  it  assures  financial  compensatlion  for  dispropor- 
tionately  burdensome  large  and  unexpected  expenses.    A"* ''deductible"  provision 

* 

eliminates  coverage  of  expendituires  below  the  deductible  threshold.    Options  along 

ErJc  ^^3.  . 


V 


767 


the  '^deductible"  dimension  are  the  different  dollar  levels  a r  which  the  deductible 

cAi  be  set.    ^^eductib3.es  c^n  reduce  the  cost  of  program  without  ^Apairing  coverage 

*  . .'  \      -  .      p     .  /  '  /* 

of  .large  expenses  by^placing  on  individuals  the  costs  of  a  certalii  low  level  of 

ser^vice  utilization.    Medicare's  hospital.insurance  currently  ii/poses  a 

deductible  ^f  $92.  per  benefit  period  for  hospital  stays;  Medics/re's  medical 


4 


,  insurance  im|disds ^  deductible  of  $60' per  calendar  year, 


Much  .of  the  negative  character  of  deductibles  in  an  indeiendent  living  program 

could^e  'eliminated  by  establishing,^  instead  of  a  single  fixJd  deductible  amount, 

schedule  of^ deductibles  ranging  from  A  zerp  (^very  low  lefjel  for  the  poor  to 

3ome  maximum  level  for  those  with  income's  above  a  belected  level.    Recognition  of  this 
'    »  .  -  •  /  ■'  '  ^ 

possibility  increases  options  along  the  deductible ^ dimensiah  and  requires  that  a 
deductible  schedule  rather  'tl?ian  simply  a  level  be  specified.  -  This  jwlll  complicate 
the  administration  of  the  program.  •  '  *  ,  ^ 

3.,    Co-insurance  and  Co-Payments 
'     Under  a  co-insurance  provision  the -program  will  pay  only  a  percentage 
of  expenditures  with  the  remainder  (the  "co-insurance"  ot  "cost-share")  beco:min3' 
the  responsibility  of  the  client.    Under  a  co-payment  provision  cleints  pay  a  flat 
fee  (^.g.,  $1)  for  each  service  unit,  such  as^ a  physician  or  homemaker  visit  or 
prescription.    Options  on  a  simple  co-insurance  dimension  include  the  many 
values  at  which  the  co-insuratice  percentage  can  be  set.    Medicare's  hospital 
insurance  employs  the  co-paynPent  ftielthod;  the  61st  through  90th  day  of  hospitali- 
zation  per  benefit  period  are  subject  to  a  co-payment  of  $23  per  day.  Subsequent 
care  in  a  skilled  nursing  facility  ^8  subject  to  a  L-payment  of  $11.50  per  day 
for  the  21st  through  100th  day.    Me^care' a  medical  insurance  utilizes  a  co-  • 
insurance  payment:     individuals  are  iespqnsible  for  20  percent  of  the  reasojiable 
charges  for  covered,  medical 'expenses. w  ^  V 

The  co-insurance  share,  however,  ijeed  not  be  fixed!     It  can  vary  directly  with 
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income  in  order  to  avoid  undesixed  equity  or  distributional  impacts  o^ 


to  effect  a  redistribution  o£*  costs  'and  can^ise  or  fall- (smoothly  or  ,in  or^ 

/    •       /     :        ■  -  •    ^      .     '  ^ 

or  sfeveral  steps)  with\he  level  of  expenses  incurred  by  tPie  client.  For 
example,  co-Insurance  of  20  percent  could  be  required  on  expenses  up  to  $A,000  ' 
-  during  otie  year  but  could  be  cut  off  oh  expenditures  exceeding,  that  amount. 
Ca-insurarf^e  also  mlghfbe  set  at  different  levels  fbr  different  categories 
of  care  or  services  ^if  incentives  (or  disincentives)  to  encourage  (or  discourage) 
utilization        particular  categories  of  care  or  services  are" sought.     Thus  co~ 
^        insurance  ^20  percent  and  10  percent  might  be  imposed  respectively  on* two- 
alternative  types  of  service  in-order  to  encourage  greater  utilization  of  one 
or  less  utilization  of  the  other  than  would  occur  with  uniform  co-insurance 
levels..  These  possibilities  obviously  enrich  the  alternatives  av^il^lDle  along 
the  eo-insurance  dimension.     SimilaY' -variations  can  alsd  be  based  on  flat  co~ 
payments.     Thus  co-payments  can  be  Varied  with  income,  limited  to  a  per  annum 
^         maximum^  and  varied  among  categories  of  care.  '  ^ 

A  co-payinent  or  co-insurance  provision  reduces  the  budget  cdst  of  a  pro- 
gram and  reduces  "it  more  as  the  co-pajrment  percentage  of  co-paymenC  level  Is 
increased.'    As  with  deductibles,  the  inclusion  of  unsealed  co-insurance  or  co- 
payments  can  introduce  a  dissonant  note  If  the  objective  of  the  program  is'  to  avoid 
placing  undue  hardship  on  persons  needing  an  ipdepende¥|t  living  program.     Scaling  of 
levels  to  income  obviously  can  reduce-or  eIiminab^^^*^a5?ssonanjc:e  —  again  at  the 
co3t  of  introducing -administrative  complexity  and  the  posslbllll?y  of  conflicts  »wlth  . 
work  incentive  objectives  of  income  maintenance  programs.     Co-payment  or  co- 
insurance costs  may  also  be  absorbed  by  otTier^ programs  for  those  with  low  income; 
fbr  example.  Medicaid  now  pays  the  co-insurapce  and  cp--payinent  amounts  of  the 
Medicare  program  for  the  eligible  poor.     Co-insurance  and  co-payments,  however, 
keep  the  use  of  program  services  from  being  free  to  particlpnnt.s  and  therohv'  ilis- 
courage  excessive  use  of  servlres.     "If  reHourccH  .ire  truly  Hinrce,  ns  thev  i\rc  in 
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a  number  of  service  areas,  this  is  clearly  a  desirable  objective  so  long  as^ co-payment 
are  not  set  so  high  as  to  significantly  discourage  oitilization  by  the  target  popu- 


5v. 


latioji.         This  of  course  is  a  primary  function  of  fees  generally  and  oi 
co-^insurance  and^  co-payment's  in  medical  and  some  other  insurance  programs. 
^Ti^erenTare  substitutes  for  many  elements  of  an  independent  lining  pr'Ogram--the 
number  and  appropriateness  of  substitutes  vary  of  course  xd.th  the  d^fi^ned 
scope  of  the  program.    The  availability  of  substitutes  is  relevant  to'^the  ah^rlysls 
of  *co-lnsurance  and  co-payments.^  It  suggests '  that  their  rationing  iiqpact  is  likely 
to  be  effective  with  services  needed  in  an  independent  living  program,  since,  the 

fee  will  'induce  the  use  of  informal  ♦care^  substitutes  rather  than  the  neglect  of 

i 

170  -  .     ^  ^ 

'care .  ^  " 


r 


These  do  iiks  do  not  conclusively  justify  the  use  of  blither  co-insurance  or  . 
co-payments  in  a  program  of 'independent  living.     For  instande,  there  are  "a  number 
of  problems  inherent  in  this  approach-^'  such  a^  the  possibility  that  service  .usage 
-will'' b:ii, pealed ^,to^  the  poor,  equity  coq^siderations  (e.g.j^/that  persons,  in^  like 
circumstances,  however  defined,  should  be  treated  equally)  and  the  like.  These 

r 

disadvantages  should  be  weighed  against  the  very  retfl  benefits  of  the  approach 

18 

before  a  final  decision  as  to  net  desirability  is  rendered.**  ^ 

It  should  be  realized  that  the  preceding  discussion  does  not  provide  a  rationale 
for  a  particular  co-insurance  or  co-payment  level  or  schedule  ^nd  fails  to  consider 
tlu»  difficulties  of  administering  co-payment  provision.     It  is  apparent,  however, 

that  some  mechanism  will  be  required  to  ration  program-financed  independent^  liviffg 

I 

rogram  services  —  particularly  those  which  are  close  substitutes  for  regularly 
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,      15.     Terence  F.  Kelly,  "Fee  Schedules  and  S^ocial  Services,"  Working  Paper 
'963-9,  The  Urban  Institute,  Washington, 1972,  p.  1.  , 

16.  Co-insurance  does  not  serve  this  rationing  function  in  insurance  programs 
where  Insurance  payments  are  independent  of  ^ii^sutee  behavior — e.g.,  in  the  case  of 
fire  insurance. . 

17.  ^  There  obvioubly  are  many  instances  in. an  independent  living  program  as  well 
as  In  acute'cara  when  informal  substitutes  for  formal  care  do  not  exist.     For  example, 
an  Impaired  elderly  individual  with  no  family  will  ^ot  substitute  family  provided  ass 
tance  for  a  formal- meal  program  because  there  is  a  financial  incentive  to  do  so. 

Yr^"  19.     Kelly,  "Fee  Schedules,"  p.l. 
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'*  marketed  goods  and  services,  and  services  which  families  of  impaired  individuals 
(when  present)  can  provide.    A  variety  of  mechanisms  can  serve  this  function.  / 
Indeed  a  major  component  of  counselors ' *ef forts  often  is  the  identification  and 
management  of^appropriate  sharing  of  care  efforts  between  formal  programs  (physical 

therapy,  visiting  nurses  or  home  health  aides,  homemakers,  and  so  qn)  and  the 

y 

families  of  clients.    Co-insurance  and  co-payttients  represent  a  mechanism 

which  can  wcffk  along,  or  more  likely,  can  influence^  care  decisions  in  concert^ 

with  other  mechanisms  including  the*  intervention  of  counselors* 

.   A        Pfhally,  it  should  be  mentioned  that  some  upp§r  limit  on  co-insurance  or  co- 

payments  will  probably  have  to'  be  set  "/o  ensure  the  'availability  of  se^rvices  to 

those  whose  needs  are  8ub^antialn)ut  whose  piean^  are  limited.     One  alternative  is 

to  charge  fees  lip  to  a  maximum  level  ^f  cost,  thereby  reinforcing  consumer  choice 

^  in  discretionary  areas  while  not  excluding  services  to  those  whose  needs  are  less 

19 

a  function  of  discretion  than  of  catastrophe."    .  *    ^  ^ 

i  SUMMARY  ,  <  ^  i 

\« 

This  paper  has  attempted  to  assess^  some  of  the  financial-  options  involved  in 
proviSing  services  to  the  severely  disabled  through  a  program  for  independent  living. 
We  have  looked  at  options  in  the  degree  of  Federal  financial  participation  in  the 
.program,  in  the  utilization  of  the  re^ourc;e8  of  other  programs,  and  in  the 
possibilities  for  client  cost  sharing.     No  conclusion^  have  been  drawn;  it  is  hoped 
that  the  discussion  here  can  be  helpful\in  informing  p(?licymakers  of  the  general 
characteristics  of  the  options  under  consideration.  '  v 


19.     Ibid.,  p.  4. 
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"Chapter'  29 
•SUMMARY  OF  MAJOR  FINDINGS 


Definitions  ~  . 
 1             •  * 

'   i>*      For  this  report,  we  have  termed  the  residua?' limitation  resulting 
Jtrom  a  congenital  defect^  disease,  or  injury  an  impairment,    A  person  wfth 
an  impairment,  then,  may  or  may  not  have  a  disability,  an  inability  to  perforp 
some  key  life  functions..  When  the  di.'sability  itgteract^  with  the  environment 
to  impose  impediment^  to  the  individual's  goals*  foc^  ^^^^vel  outwork,  for  ex^mpld,' 
the  £ndividuaj.  has  a  handicap;  that  is,  -tkere  are  severely  har^dicaiipirtg  envircn- 
''^ments  as  well  as ilmpairmen^.  .       .    ,  -  . 

^   .       21      S9verlty  refers  to  the  jdegree  of  impalrmentj^  dlsaljili ty ,  or  haodtcap. 

•  At  the  worst  degrefe  of  severe,   these  three  terms  are  virtually  gynpnymous.- 
Furthermore,  when  an  impairment  ils  mild  or  ^moderate,  a  disability  or  handicap 
maj  or  may  not  exist.  *  - 

.    3.      An  impairment  can  only  be  alleviated  or ^remediated,  through  devices 
or  medical  care.     A  disability  can  be  remediated  through  training,  or  devices  ^ 
or,  medical  care.     A  handicapping  condition,  on  the  other  hand,  can  be  remediated 
through  changes  in  the  environment,  or  training  of  the  individual,  or  bo^|i. 

4.  DiiEferent  persons  react  differently  to  a  given  impralrment.  Thus, 
similar  impairments  ma^  result  in  different-  disabling  or  handicapping  conditions. 
Some  persons  are  miore  disabled  or  handicapped  by  a  given  level  of  impairment  i 
than  others  for  reasons  other  thjfn  the  impairment  itself,  such  as  motivation, 
age,  education,  family,  and  environmental  or  attitudinal  barriers.  ^ 

5.  Disabled  persons  face  different  handicapping  conditions  in  different 
areas  of  life.    For  example,  some  severely  disabled  have  a  relative  minor 
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on  handicapping,  conditions 


'handicap  with"  respect  to  transportation,  whereas .pthersr^re  severely      «  ; 
limited  by  transpottation.- 

6*  -  Diagnostic  labels  are  sometimes  used-as  pioxies  for  disabilities 
-..^handicaps.     One  often  hears- that  if  a  person 'has  a  condition--br'indness, 
•paraplegia,,  retardation— that  t)erson'"has  a  "disability"  or  ^handicap." 
However,-  any  given  diagnostic  label  toi^lies  a  range  rff  severi»ty>  Sych 
labels  often  further  stereotyp'e  the  abilijdeB  of  individuals  which  are 
incorrect.  *      *  .   -   '  >      .  ^  ^ 

Estimates  of  .Severely  DisabledsPopulation 

f\.      Most  data  files  do  not^  contain^inf ormatfon 
at  all;  a  few  f ocusr on  disability.     The  primary  data( soured  useful  f or  popu- 
lation  estimates  measure  inability  to  work  ^ttrife^e^^to -some' health  conditida 
o*r  disability.     However,  'there  ft  nq  current  ongoing  systeni  for  data  collection 

'  on  the  characteristics  or  tiumber  of  the  handicapped  for  ^^R  purposes.    ^   ■        '  . 

■  •        ^  '  /     •  •       .        -    ;  ■ 

2.  '.   A-  comparison  of  the  major  sources  of  data  on  the  diS'abled  populatiprf 

resul£%  in  different  estimates  even  when  controlling  for  year  of  survey,  , 

definition  xjf  disability',  severity,  etc.fc  Our  estimates  are  based  (Jn  the  most 

methodologically  souV  parts  of  different  approaches.    We  estimated  that  in 

1975  there  are  approximately  the  following  number  of  mO^t  severely  handicapped 

'V    *  ■  ■ 

persons  in  the  United  States,  when  severe  disability  is  .considered  to  be 
analogous  to  severe  handicajt: 

Noninstitutional  population    8,280,00Q„ 

Under  age  18   '.   180,000 

18-64   ■•   4,200,000 

.       .65  and  over   3,900,000 

j 

Institutional  population   •   1,787,000 

Total  U.S.  population  with  most  severe  handicaps  . .  10,067,000 
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\  *  it    -  .  -  .  •        •  . 

^  *  •  *  ■  ■        J  . 

3.  ito  ^enferal,  the 'severely  disabled  noni,nstituti6nal  V>P"latlon  are 

older    more  female,  slightly^'re  nottWhite,  less  well  educated,  and  slightly 

more  soilthern,  abd  they  hai^e  more  than  dne  impairment-  compared  to  the  less 

.       ■        •  *  .    -  ' 

severely  disableud.  v*-  *.        ^  , 

"      »     .       a        ►  ^  .  _        ,  ' 

4.  ^  Th^  largest  States  Bave'^the  largest>  absolute. 'tiufiiber  of  severely  d;Ls-  • 

abled.  The  most  frequent  disability  types  are  musculoskeletal  and  cardioyasular  - 
i^airments^  followed  by  n^ental  and  neirvous  system^disordets. 

f  'a 

VR  and  the  Severely  fiisabl^d  - 

  ^      ■      .     /  :  ^ 

1,  Persons  who  are  defined  as  disabled  b^ecause;  of  their  inability  to 

^  ^    ^   'A  '  ^  -  '  ' 

work  tend  to  be  older  than  persons  of  moderate  work  disability  and' to  h^V^  a      ^  ^ 
variety ^of  .characteristics  wRich  suggest -that  the  labor  market'does  not  ^ccepti 
them  because  , of  a  combination  of  impairment  and  pther  factors,  rather  thaa 
because  of  the  ^extent  of  their  impairment.     The  anklysis  of  the  VR  program  wiMih  , 
respect  to  who  is  accepted  and  rejected,  and  who  is  succeTOfully  or  unsi^ccess- 

fully  closed  reflects  these  same  factors.    Because  of  its  vocational  orienta- 

i  'I 
tion,  the  VR  program  seems  io  bei making  conservative  choices  regarding^  acceptances 

For  iExampl'e,  about  12  petcent  of  >petjpie  in  our  sample  who  had  been  rejected  by 

s  . 

'  VR  because  of  severity  were  working  cn:  H^d  worked  within  1  year  of  being  • 
interviewed.    A  much  larger  percentage  had  worked  within  3  ^years. 

2.  ,    Age  plays  .a  crucial  role  in  t\^impact  of  a  disabling  condition.  The 
older- person  is  more  likely  to  consider  himself  to  have  severe  ^^ork  disability. 
Is  less  likely  to  be  admitteid  to  the  rehabilitatiori  program,  isjiore  likely  to-- 
be  identified  by*' the  rehabilitation  .program  as  severely  handicapped,  and  if 

'admitted,  is  less  likely  to  complete  the  .program  succe^sfufly.  '  - 

Special  emphasis  on  the  severely  handicapped  in  need  of  rehabilitation 
services  implies  focusing  on  older  clients.     Since  older  clients  are  more 
difficult,  to  place,  total  resources  would  havfe  to  be  increased  arid  resources 
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allocated  from  yoiingpr  to  older  c;;Lient8.     Such  a  re^location  of  resources 
would  probably  lower  the  number^of  rehabilitations  per  dollar  expendedii. 

3.     The  referral  source  plays  a  key  role  fn  the  rehabilitation  syiatem. 
Those  referred  from  x^elfare  agencies  are  more  likely  to  be  rejected  for 
services.     If  they  are  accepted,  however,  they  aire  more  likely  to  complete 
the  progranf.     Those  referred  ftom  public  and  private  heaJ.th  agericies  ated 

.   .  ./^     ^  •      .  «  .    ;      *  /" 

service  organizations  are  also  more  likely  to  be  rejecte^  for  services y!  .and 
if  ^accepted,  they  are  less  likely  to  successfully  complete  the  program'^  Those 
referred  from  hospitals  are  more  likely  to  be  accepted  for  services  but  less 

'   ■   %  •    .  ■  ' 

likely  to  successfullyToppiplete  fche  program.     Severity  of  handicap  is  the  most  ^ 

"        *  if  . 

common  reason  for  rejection  for  persons  referred  from  all  these  sources.  *  ^ 

^    ^      k\     Education  generally  makes  it  easier  to  overcome  a  disabling  condition. 

p|l   The  better  .educated  are  less  likely  to  suffer  severe  work  disability,  more 

Ificely  to  receive  services  if  they  apply,  and  more  likely  to  be  successfully 

rehabilitated  if  they  are*  accep'ted. 

5.  The  probability  of  acceptance  into ^he  program  is  the  same  for  whites 
and  honwhites.    Nonwhites  are  more  likely  to  consider  themselves  as  having  . 
sev^r^  wp.rk  -disabilities  and  are  less  likely  to  be  successfully  rehabilitated 

%:.^^-ter  the/  afe' accepted.  <     ^-  \  ^ 

6.  A^orehabilitant  is  likely  to  be  younger,  whit'e,  better  educated, 

male,  not  a  public.;  assistance  recipient,  married  and  living  with  spouse,  <*  ^ 
having  dependents,  living  in  a  State  with  high  rehabilitation  expenditures 
per  disabled  individual,  having  competitive  labor  market  experience,  and 
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having  only  5ne  dioabling  condition.     The  disabling  cor.di'tiop  is  more  li^elv 
to  be  speech  or  hearfng,  orthopedic,  amputation,  menta'.  retardatic^,  neopiasn. 
digestive  disorder,  or  genitourinary  tmpairment;  ^ 

'   7.       In  high  unemployment  states,  the  probability  of  acceptance  into  the 
pro'gram^is  higher  for  females,  nonwhites  and  older  people.     Tt^  j)robability' 
of  successful  rehatilitatioh  for  all  applicant^  if '  Ic^wer  in  high  ui\pmployment 


^tat^es. 


8.      The  probability  df  severely  handicapped  being  denied  services  is 

^  "  ^  ^      ■    •  ^  J  •  ^  ' 

'■  lower  in  tho€e  States  with  higher  vod^tional- rehabilitation  expetiditures  per  , 

disabled  person  in  the  State.     The  implicatiop.  of  this  finding  is-  that  two 

people- with  the  same  set  of  characteristics  who  agply  for  services  would  have 

different  likelihood  of  admittance  to  the  program  depending  upoir  the  financial  ; 

allotment  to  the  State  program. 

Survey  Findings  ^ 

Survey  of  Individuals  Rejected  by  VR 

1.  Our  interview  sample  of  889  physically  handicapped  individuals 
closed  from  VR  for  severity  was  largely  white,  male,  and  urban,  and  had 
an  average  family  income  of  almost  $7,000.     The  most  striking  demographic 

characteristic  is  that  half  of  the  sample  ^as  over  50  years  of  a'ge,  with 

\ 

only  31  percent  under  45  years  of  age. 

2.  Approximately  half  of  the  sample  had  some  type  of  orthopedic  im- 
pairment; the  only  other  frequently  occurring  diagnostic  type  was  cardiac 
and  circulat^^cy  conditions,  comprising  18  percent  of  the  sample. 

^    3.      According  to  the  Barthel  Index,  45  percent  of  the  surveyed  population 
were  found  to  be  completely  independent  in  self-care  and  mobility,  14  percent 
were  slightly  dependent,  30  percent  were  modferat^ely  dependent,  and  only  11 
percent  were^  severely  or  totally  dependent.    On  the  basis  of  the  Barthe^l 


ErJc  r  792 


Index,  th6n,  there       ' strikingly  littli* evidence  of  overwhelming  physical  . 
dependency  in  this  'sample.     The  same  conclusion  carl  .be ' reached  on  the  basi/of 
other  functio^limitation  items--most..people  dlpsM  ^for  severity  can  perforn 
almost  all  activities. 'Of  daily  living.-  -  ^ 

4       CrQS*-tabulations  betv7een  diagnostic  condition  and  severity  revealed 
'        -  ^  /  .  ■P 

that  there  is  only      minima ]ftel&tion ship  between  diagnostic  labels  and 

"    ,        ■  •  « 

severity.     This  finding  has  important  implications  for  Che  current  RSA  gMide-  * 

lines  for  determining  severity.' 

5,  Thejnost  severely"  disabled  age  group  was  the  young,  aged  16-30. 
Furthermore,  as  age  increased,   the  percentage  of  -respondents  wti'o  were  totally 

or  severely  disabled  decreased.     A  sizeable  portion  of  young  people  are  actually 
closed  for  severity,  while  older  persons  appear  to  be  closed  f or .  otKe^^asons. 
such  as  the  difficulty  of  job  placement.     This  suggests  that  the  sevetity^Mosure 
reason  is  being  used  as -a  proxy  for  case  difficulty. 

6.  Almost  half • (46  percent)  of  the  individuals  of  prime  working  age 
who  were  functionally  independent  or  only  slightly  dependent  and  closed  by  ^ 
beca^ise  of  severity  Were  either  working  at  thJ  time,  had  recent  work  experience. 

or  wanted  to  work.  '  . 

■.  7.      Further  analysis  of  young,  physically  independent  persons  with  recent 
work  experience  who  were  rejected  due  to  severity  s,howed  that  there  was  no 
single^Feason  for  their  rejection-anticipated  labor  market  discrimination, 
psychological  problems,  disagreement  over  VR's  program,  and  scheduling  problems. 
These  factors  as' well  as  conservative  judgments  in  placemlatit  on  the  part  of  the 
VR  counselor,  may  have  contributed  more  to  closures  for  reasons  of  severity  than 
the  actual  physical  impairments  of  these  individuals. 

8.      Sixty-eight  percent  of  the  persons  surveyed  had  some  type  of  equipment 
'  such  as  wheelchairs,  canes,  or  dentures.    T^o-thirds  of  the  respondents 


I 


indicated  that  they  di^d  not  currenfly  need  any  further  equlpmerft.     However,  ^ 
persons  Indicating  some  need\for  equipineint.  listed  on  average  of  1.3  types  '  . 

of  equipment  needed-  *        .  ^ 

^        9.      Social  Security  was  the  agency  other  than  VR  that  was  most  frequently 

«  « 

contacted, By  the  severely  handicapped,  88  percent  ha\ ing  contacted    his  agency, 
followed  by  the  Food  Stamp  program  (34  percent)  ,  and  Aid  to.  Families  with 
Dependent  Children  (26  percent).  'The  benefit  most  frequently  -received  from 
all  agencies  combined  was  cash  income. 

10.  l-Jhile  one-half  ot  the  population  received  counseling  from  VR,  only 
29  percent  received  any  services  in  addition  to  counseling. 

11.  Almost  two-fifths  of  the  population  stated  that  they  did  not  need 
any  ad&itlonal  services,;  the  remaining  Rroup,  however,  indicated  an  average 
need  of  three  services  per  person.  The  most  frequently  cited  service  needs 
were- vocational  training  (21  percent),  transportation  (18  percent),  physical 

therapy  (10  percent),  vocational  placement   (25  percent),  vocational  counseling 

(14  percent),  and  educational  costs   (12  percent). 

12.  ^   The  youngest  age  group  seems  to  have  had  the  greatest  need  for  ser- 
vices  of  soma  sort,  which  is  consistent  with  their  lower  Barthel  scores.  Thus, 
the  more  dependent,  )the  greater  the  need  fo^  services.     Younger  persons  also^ 
had  a  heavier  need  for  vocationally  related  services. 

13.  Types  of  service  needs  clearly'  differed  for  individuals  with  different 
degrees  of  dependency.     Medical  services  are  needed  for  the  most  dependent, 

and  vocational  services  for  those  less  dependent. 

14.  Based  on  the  findings  of  this  survey,  it  would  appear  that  many  of 
this  group  of  disabled  are  in  need  of  services,  and  that  many  v;ant  to  work  and 
appear  capable  of  working  but  are  sitting  at  home,  often  quite  Isolated 
socially.     Others  \7ho  are  less  physically  able  are  often  even  more  neglected, 
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in  part  due  to  conditions  ^which  could  be  changed  with  more  careful  planning 
for  the  needs  of  tte   disabled.     The  service  and  equipment  needs  identified  are 
within  t;he  known  ability  of  VR  to  deliver. 
CMRC  Survey  Comparisons 

1.  A  little  over  300  patients  of  10  Comprehensive  Medical  Rehabilitation 
Centers  (CMRCe)  were  also  interviewed.    The  CMRC  and  VR  saaples  differed 
considerably  in  age  distribution,  the  CMRC  sample,  having  about  three  times 

as  many  individuals  under  30  years  of  age  as  well  as  almost  three  times  as. 
many  individuals  over  60  years  of  age.    Despite  those  important  differences 
in  the  age  raiiges  of  the  two  groups,  slightly  over  half  of  both  populations 
are  older  than  50. 

2.  Both  populations  rare  largely  male,  marriid,  white,  and  living  with 
their  families.     The  CMRC  population,  however,  had  a  higher  percentage  of  , 
females,  more  individuals  vjho  were  widowed  or  single  and  fewer  persons  who 
were  living  with  their  families. 

3.  '  »  The  education  level  of  the  two  populations  differed  markedly,  with 

the  CWiC  population  being  considerably  better  educated  than  the  persons  rejected 
from  VR.  More  than  twice  |^  many  CMRC  patients  h^d  attended,  college  or  graduate 
school. 

4.  The  CMRC  population  was  much  more  physically  dependent,  as  measured 
by  the  Bartbel  Index.    For  example,  45  percent  of  the  VR  population  as  compared 
to  18  percent  of  the  CMRC  group  ^were  completely  independent  in  self -care  and 
mobility.    Almost  one-third  of  the  CMRC  group  was  found  to  be  severely  or 
totally  dependent. 

5.  The  physical  needs  of  the  CMRC  sample  exceeded  those  of  the  VR  sample^ 
gChe  major  physical  needs  included  rehabilitation  therapy,  attendant  care,  ^nd 
equipment.  ^ 
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6.      The  CMRC  population  had  a  higher  percentage  of  individuals  in  white 
collar  jobs  and  slightly  more  than  twice  as  many  employed  as  the  VR  .population. 
The  major  reason  cited  by  the  majority  of  both  populations  for  not  working 
was  physical  condition,  although  the  VR  population  cited  this  far  more  frequently. 
Finally,  both  groups  needed  similar  kinds  of  services  in  order  to  facilitate 
their  return  to  work,  although  the  CMRC  population  had  a  higher  need  for 
medical  and  home  ca^re  sexnrices  than  the  yR  population.- 
Problem  Areas  for  the  Disabled 

Architectural  Barriers  %  ,       ■  '  ^ 

1.  Local  governments  have  made  very  limited  efforts  to  eliminate 
barriers  in  public  housing  and  fac/lities.    Furthermore,  a  great  majority  of 
the  Nation's  cities  have  not  initiated  any  programs  designed  to  eliiainate 

these  barriers. -  % 

2.  Public  Law  90-480  appears  to  be  weakly  enforced,  partly  because  of 

the  language  in  that  law  which' allows  loopholes.    Better  enforcement  of  existing 
standards  for  a  barrier-free  environment  and  a  local  program  which  contained 
information  on  how  modifications  could  be  made  are  two  key  policy  options  that 
could  be  pursued. 

3.  According  to  the  VR' survey  results,  16  percent  of  the  sample  had 
difficulty  living  in  or  getting Vn  or  out  of  their  homes  because  of  archi-  ^ 
tectural  barriers.   ^The  majorl)  reason  the  barriers  were  not  removed  related  to 

the  costs  of  the  changes. 

\ 

Geographical  ability  ^ 
1.      Relatively  little  is  known  about  the  specific  mobility  patterns  of 
the  severely  handicapped,  although  it  can  be  inferred  from  various  surveys  ti\at 
their  residential  mobility  is  considerably  less  than  that  of  the  general 
population. 

■ ) 
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•  2.      In  the  VR  survey,  7.8  percent  moved  to  another  area  because  of  the 
availability  of  family  assistance. 

3.      Generally,  not  enough  information  is  available  to  make  further 
conclusions  abt)ut  the  geographical  mobility  of  the  severely  disabled.  Pilot 
projects  on  mobility  as  well  as  extended  research  into  actual  mobility 
patterns  should^allcxw  for  formulation  of  more  meaningful  policy  options. 

Transportation 

1.  According  to  the  VR  survey,  transportation  services  were  second 
only  to  vocational  placement  in  perceived  need.    Most  of  the  transportation 
needs  of  the  sample*  were  taken  care  of  by  friends  and  relatives* 

2.  Almost  one-third  of  the  sample  of  persons  rejected  from  VR  go 
outside  once  a  week  or  less. 

3.  Different  disability  groups  will  need  different  types  of  transportation 

alternatives.    For  example,  the  needs  of  the  blind  individual  are  quite 
\ 

'  different  from  the  transportation  needs  of  a  quadriplegic.  Furthermore, 
these  solutions  for  alternative  groups  will  be  different  in  terms  of  cost. 

4.  Finding  solutions  to  transportation  problems  of  the  severely 
handicapped  is  a  complex  undertaking,  since  different  types  of  severely 
handicapped  require  different  types  of  transportation  solutions.     It  is  impor- 
tant,  thert,  tha»t  a  wide  range  of  solutions  be  explored  and  evaluated  so  that 
the  most  effective  national  program  options  are  developed.    Among  the  options 
are  paratransit,  retrofitting  existing  programs,  tax  subsidies  for  excess 
transportation  coats  to  the  handicapped,  and  reform  of  existing  public  systems. 

Employment  | 

1.  Besides  the  limitations  placed  on  the  severely  handicapped  by  their 
impairment  and  their  socioeconomic  characteristic's,  a  number  of  other  factors 
affect  their  level  of  participation  in  the  labor  market.     Some  of  the  most 
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important  factors  are  inadequate  aggregate  demand,  capital  disincentives, 
employer  discrimination,  and  lack  of  full  en^loyment  in  the  economy. 

2.  In  the  survey  of  individuals  closed  from  VR,  it  was  found  that 
prior  to  their  disability  the  sample  worked  in  a  wide  range  of  professions, 
were  industrious,  and  m^y  were  earning  an  average  income.     Of  further 
interest  is  the  fact  that  12  percent  of  the  sample  had  X^zorked  within  a 

year  of  the  date  they  were  ^interviewed,  including  6  percent  who  were  employed 
at  the  time  of  the  interview.  .  \ 

3.  Seventy-one  percent  of  the  individuals  who  were  currently  employed 
had  perfect  Barthel  scored,  indicating  that  they  were  totally  independent  in 
the, activities  of  dally  llvng.    Closures  from  the  program,  then,  seem  to  be 
based  on  judgments  about  employabillty  rather  than  severity. '  i 

4.  These  survey  results  Indicate  that  special  methodq  may  have  to  be 
developed  to  enhance  the  employment  situation  of  the  young,  physically  inde- 
pendent persons  rejected.     For  th^  older  population,  some  type  of  increased 
placement  program  on  positions  with  teduced  duration  and  intensity  of  work 
may  be  most  appropriate.    The  policy  options  for  enhancing  the  employment 
prospects  of  the  severely  handicapped^over  a  wide  range.    The  alternatives 

V 

include  affirmative  action,  public  sector  employment,  public  service  work 
programs,  sheltered  workshops,  wage  subsidies,  employment  quotas,  and  projects 
with  industry.  \ 
Social  Interaction 

1.  Our  survey  documents  the  fact  that  many  severely  handicapped  are 

■■J 

socially  isolated  and  have  poor  self-concept. 

2.  The  majority  of  their  social*  contacts  are  limited  to  family  members, 
with  very  few  engaging  to  any  significant  extent  in  outside  activities. 
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3.      Large  numbers  of  severely  handj^capped  are  prevented  from  participating 
in  social  activities  by  attifiudinal  barriers,  architectural  barriers,  and 
transportation  barriers. 

Mentally  111 

1.  The  mentally  ill  have  a  high  probability  of  being  accepted  into 
VR  if  they  get  to  applicant  status.    They  are  also  one  of  the  grcxips  which, 

on  acceptance,  has  a  high  probability  of  ending  up  not  successfully  rehabilitated. 

2.  While  the  number  of  rehabilitated  persons  who  are  mentally  ill  have 
increased  in  absolute  numbers,  such  rehabilitants  have, declined  from  6.6%  of 
all  clients  rehabilitated  in  1969  to  5.5%  in  1972. 

3.  Independent  living  for  the  mentally  disabled  currently  is  in  the 
domain  of  the  mental  health  system^.     If  future  programs  for  ILR  include  the 
mentally  ill,  separate  responsibilities  of  the  different  programs  and  agencies 
must  be-  identified.    We  were  unable  to  clarify  such  differentiations. 

Mental  Retardation 

.  1.      Independent  living  for  this  group  is  currently  the  respoi^ibility  of 
experts  in  the  field  of  services  to  the  mentally  retarded.     If  the  mentally 
retarded  are  to  be  included  in  ILR« programs,  separate  responsibilities  of  the 
diffierent  programs  must  be  defined.    We  were  unable  to  find  any  logical  differ^ 
entiation  of  roles  in  such  a  program. 

2,  Retardation  is  the  primary  disability  in  almost  one-eighth  of  all 
j^habilitations.    However,  the  severely  handicapped  retarded  are  stil^l  a 
minority  of  the  retarded  accepted,  despite  some  evidence  that  the 
retarded  as  a  group  are  more  vocationally  capable  than  is  reflected  in  the 
current  VR  program. 

3.  The  VR  program  could  help  retarded  persons  who  are  seeking  jobs 
cope  with  serious  problems' of:     1)  lack  of  training;  2)  job  discrimination; 
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3)  difficulty  in  locating  jobs  suitable  to  abilities,  and  4)  inability  to 
complete  job  application  forms  and  procedures • 

4.      Policy  options  which  address  the  above  problems  include  (1)  assuring 
availability  of  services ^(2)  developing  sheltered  enq)loyment  in  the  competi- 

V 

tive  labor  market  rather  than  in  special  workshops ;   (3)  having  longer  time 
periods  for  case  carrying  and  services;  and  (4)  placing  greater  emphasis  on 
extended  evaluation.  . 
*  .     Blind  and  Visually  Impaired 

1.  VR  services  are  available  to  blind  or  severely  visually  impaired 
persons  in  every  State.    Notwithstanding  the  vastly  expanded  employment  oppor- 
tunities for  the  blind,  agencies  serving  the  blind  must -constantly  devote  a  ' 
major  protion  of  their  efforts'^  to  job  placements.  j 

2.  Foremost  among  the  multiply  handicapped  who  require  extra  and  special 
services  for  their  education  ^nd  rehabilitation  are  those-'person  who  are  both 
deaf  and  blind.    Th*e  1967  VR  amendments  authorized  the  establishment  of  a 
National  Center  for  Deaf-Blknd  Youth  and  Adults  which  develops  .specialized 
intensive  services  needed  to  rehabilitate  handicapped  individuals  and  conducts 
research  on  the  deaf -blind.     It  is  not  the  state  of  knowledge  which  creates 
unmet  needs,  for  this  group,  but  the  limitations  in  resources. 

^  IT 

3.  Little  seems  to  be  done  to  help  the  aging  blind,  who  constitute  a 
majority  of  all  blind,  reach  a  status  of  self-care.     To  attain  this  status 
they  need  a  variety  o|  rehabilitation  services,  which  Include  home  teaching,  ^ 
mobility  services,  and  supportive  services. 

The  Deaf  / 
1.      One-third  of  all  deaf  people  have  other  disabilities  besides  deafness- 
Prevalence  of  deafness  is  more  than  three  times  as  high  in  persons  aged  65  and 
over  then  in  all  age  groups  combitted. 
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2.      The  tested  educational  achievement  of  deaf  persons  lags  far  behind 
that  of  nondeaf  persons,  although  the  average  dBaf  adult  lags  only  one 
grade  behind  nondeaf  persons.     Similarly,  deaf  persons  tend^t^  be  employed 
In  positions  significantly  below  their  Intelligence,  skills,  and  education. 
The  average  income  of  the  employed  deaf  Is  far  below  the  national  average. 
Nonwhlte  deaf  males  have  five  times  the  unemployment,  rates  of  white  deaf  males 
Provision  of  Rehabilitation  Services 

Survey  of  Providers 

1.  ft  clear  majority  of  respondents  to  the  Provider  Survey  considered 
It  appropriate  for  the  VR  program  both  to  focus  the  major -portion  of  Its 

^attention  on  serving  the  most  severely  handicapped  and  to  serve  as  the 
vehlcl^  for  |trovidlng  rehabilitation  services  for  Independent  living.  Further 
more,  two-thirds  of  the  respondents  believed  themselves  capable  of  serving 
the  more  severely  handicapped,  although  they  fett  they  needed  more  funds  and 
staff  to  accomplish  this  objectives. 

2.  To  facilitate  the  serving  of  severely  handicapped  through  VR,  a  - 
number  of  policies  .were  favored  such  as:     (1)  an  Intensive  training  program 
for  counselors;   (2)  a  reduction  of  caseload  size;  and  (3)  development  of  a 
weighted  case  closure  system. 

Rehabilitation  Facilities  and  Workshops  ' 

1.  Rehabilitation  facilities  play  a  key  role  In  service  provision  and 
evaluation  of  severely  handicapped  Individuals.     Furthermore,  workshops  are 
often  the  major  source  of  skill  training  and,  too  often,  the  only  source  of 
jobs. 

2.  Providers,  Individuals,  and  organizations  all  agree  that  an 
Increased  number  of  rehabilitation'  facilities  and  added  support  to  facilities 


al^essential  to  the  provision  of  service  to  all  of  the  severely  handicapp^ed 
who  could  be  rehabilitated. 

/ 

3.  The  development  of  a  subsidy  program  to  both  workshops  and  to 
individuals  in  a  workshop  getting  should  be  considered.  The  RSA-funded 
workshop  study  should  provide  greater  insight  into  this  area. 

Technology 

1.  The  basic  problem  addressed  by  technology  is  whetl^r  a  loss  of 
function  suffered  by'  an  impaired  organism  can  be  replaced  by  artificial 
means.    The  Rehabilitation  Engineering  program  of  RSA  contains  great 
promise  for  significant  breakthroughs  and  should  be.  expanded. 

2.  In  P. L. 93-112,  provision  is  made  for  funding  the  development  and/or 
modification  of  devices  which  are  not  commercially  feasible  for  production, 
to  meet  the  needs  of  various  disability  groups.     However,  money  has  not  been 

V 

appropriated  for  this  purpose. 

3.  .A  serious  effort  should  be  made  both  to  extend  the  areas  in  which 
rehabilitation  research  is  now  being  conducted  and  to  manufacture  and  to 
disseminate  devices  for  the  disabled.     Consumer  involven^nt  should  be  included 

4.  It'  is  also  important  to  consJ.der  the  training  requirements  inherent 

/ 

in  dissemination  both  for  professionals  and  the  disabled  users. 
Benefit/Cost  Analysis  v 

1.      Many  types  of  analyses  can"Be  used  to  estaMish  the  value  of  certain 
program  expenditijres.     Such  analyses  often  focus  on  the  "ben&f)L»tall_&nd  "costs" 
of  the  given  program,  although  they  vary  greatly  in  utility,  assumptions,  and 
conclusiohs.    Vocational  Rehabilitation  Is  one  of  the  few  social  program^for 
which  benefit/cost  analyses  have  been  made.    However,  we  wish  to  express  r^ser 
vations  about  the  confidence  that  can  be  placed  in  these  findings  A   While  the 
technical  aspects  of  the  work  have  been  very  acceptable,  the  basic  data  have 
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simply  not  been  available,  and  this  has  necessitated  innumerable  assumptions  • 
If  one  wishes  to  accept  these  assumptions, ^ the  analysis  conducted  as  part 
^^of  this  study  shows  that  the  benefit/cost  ratio  of  serving  the  severe  handi- 
capped accepted  by  VR  is  less  than  that  of  the  nonseverely  handicapped  accepted 
by  VR,  but  is  still  high  (9.1). 

2.      The  limitations  of         benefit/cos t  caluclations  have  not  generally 
been  recognized  by  advocates ^jj^ critics  of  the  Vocational  Rehabilitation 
program.     If  Congress  and  the  Department  of  Health,  Education,  and  Welfare 


want  to  use  benefit/cost  analyses  as  In^ortant  inputs  to  setting  appropriations 
priorities,  then  addition  data  necessary  to  develop  accurate  benefit/cost  ^ 
estimates  must  be  collected.    Alternatively,  if  Congress  desires  to  set 

priorities  on  the  basis  of  other  considerations  besides  economic  efficiency 

} 

(i.e.,  if  Congress  desires  to  place  highest  priority  on  the  severely  handi- 
capped because  of  their  gteater  need  for  services)*,  then  more  comprefiensive 
data  are  not  %s  vital. 
Other  Progtams 

1.  In  the  course  of  work  on  othei;  programs  for  the  severely  handicapped, 
we  found  that  no  comprehensive  review  of  the  Federal  programs  and  policies 
affecting  the  disabled  existed  before  the  recently  <iompleted  effort  by  the 
Office  for > Handicapped  Individuals.  ^  -v 

2.  While  few  data  exist,  it  is  clear  that  programs  are  fractionated, 
sometimes  in  competition -with  one  another,  and  often  inconsistent  within 
themselves.    The  major  problems  are  that  programs:    are  inequitable,  contain, 
gaps  in  services,  suffer  froiDSs4jia^quate  control,  and  are  operated  with  ^ 
insufficient  knowledge  and  resources. 

3.  Our  rough  estimate  is  that  $21.5  billion  was  spent  to  assist  the 
10  to  11  million  severely  disabled,  or  about  $2,000  per  severely  disabled 
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Individual  In  FY  .1973,  the  last  year  for  which  complete  expenditure  data  were 
avalltable.  'VR  expended  Just  under  $oU  billion,  or  about '2  percent  of  the 
total  budget  for  this  group.  . 

4.      Coordination  of  such  programs  will  be  difficult  because  of  their 
differing  purposes  and  program  structures. 

Many  programs  contain  severe  disincentives  to  the  vocational  rehablllta- 
tlon  of  the  severely  handicapped  because  the  programs  are  predicated  on  . 
assumptions  of  labor  force  retirement.    Since  these  Income  maintenance  programs 
bestow  needed  cash  on  the  severely  handicapped,  ususally  have  concomitant 
medical  benefits,  and  open  eligibility  to  other  programs  as  well,  the  cumulative 
benefits  often  require  very  high  wage  options  before  persons  have  incentives 
to  show  they  are  capable  of  labor  force' participation.    We  do  not  suggest 
persons  are  mallgnerlng,  but  that  motivation  is  often  necessary  to  overcome 
a  handicap  and  without  it,  persons  will  not  strive.     Legislative  changes 
would  b»  required  to  allow  these  programs  to  be  based  on  severity  alone  and 
not  on  labor  force  withdrawal,  so  that  the  severely  handicapped  could  work 
without  significant  penalties  in  lost  benefits.    Such  changes  would  permit  , 
greater  coordination  of  these  programs  with  VR. 
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Options 

PrpRrangg^tlc  Options  ' 
1.      A  strong  case  can  be  made  that  we  have  the  technical  expertise^ 
to  provide  services  not  currently  being  provided  widely  or  equitably  to  a 
large  number  of  the  severely  handicapped.    Thus,  the  technology  for  service 
provision  Is  known,  many  of  the  services  could  be  feasibly  delivered,  and 
most  recipients  would  benefit  from  the'^recel^t  of  such  services.  Expansion 
of  VR  Is  largely  a  function  of  the  resou'^l^s  available  and  the  nature  of  the 
labor  market.    These  are  decisions  for  the  Congress  and  the  Administration, 
primarily  with  respect  to  Investments  In  >human  capital.  ^ 

The  most  crucial  decision  area  Is  In  regard  to  development  of  ^  Indepen- 
dent living  program.    The  logical  options  for  this  are  summiarized  below. 

1.  Have  90  ILR  program  '  ^ 

2.  Expand  use  of  Extended  Evaluation. 

3.  Add  ILR  program. 

•  A.     In  non-VR  agency 

B.  In  separate,  but  VR-related,  agency 

C.  In  VR  I 

1.  Residual  to  VR 

2.  Separate  from  VR  ^ 

3.  Single  program  with  VR 

If  the  decision  is  no  ILR  program,  what  does  it  mean?    It  means  that 
the  population  at  risk  is  about  where  it  is  now;  that  is,  the  services  will 
or  t/ill  not  be  there  depending  upon  whether  individuals  can  find  them, 
develop  eligibility,  and  do  their  own  advocacy.    People  In  nursing  homes  or 
people  rejected  for  severity  will  /^emain  as  they  are  now.    This  does  not  mean 
that  all  severely  handicapped  will  be  ^unserved,  but  that  they  will  be  served 
by  the  ayotem  that  currently  exists. 
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One  way  to  better  serve  the  severely  handicapped  without  setting  up 
a  new  program  or  without  simply  retaining  the  status  <luo  is  to  modify  the 
existing  program  so-jthat  service  provision  which  may  end  short  of  a  vocatibnal 
placement  is  expanded.    There  are  State  directors  of  VR  who  feel  that  they 
are  achieving  HA  through  their  use  of  Extended  Evaluation  and  through  home- 
maker  rehabilitation,'    The  expectations ,^owever,  in  these  cases  are  ^at 
these  must  be  vocational  in  nature,  and  these  otitcomes  are  treated  as  "least  * 
choice."    If  the  Congress  and  Adpiinistration  feel  that  the  self -care,  homemaking 
Qutcome  is  equally  as  inq)ortant  as  Job  pj^cement,  then  expansion  of  the  condi-  . 
tfons  under  which  this  outcome  is  appropriate  would,  in  effect,  expand  the* 
services  and  niimber  of  clients  with  severe  handicaps  served  without  vocational 
objectives.     This  outcome  could  even  be  described- as  an  outcome  appropriate  to 
persons  who  are  employed  but  need  thk  additional  assistance^ 

One  of  the  options  specified  is  for  a  non-public  agency  to  run  the 
ILR  program  with  Federal  grants  and  supervision.     The  idea  of  the  voluntary 
sector  providing  publicly  funded  services  may  seem  novel,  but  such  arrange- 
ments have  existed  for  many  years.    Sheltered  workshops,  rehabilitation 
facilities,  and  voluntary  organizations  such  as  Easter  Seals,  cerebral  palsy, 
and  epilepsy  organizations  have  been  providing  services  for  the  most  severely 
handicapped  for  y^ars,  often  with  grants,  purchase  of  service  contjacts, 
or  other  arrangements  with  public  programs. 

Another  possibility  Is  consumer-run  self-help  organizations  to  ^111  the 
present  gaps  in  the  disability  service  delivery  system.    For  example,  the 
Center  for  Independent  Living  fn  Berkiiiey,  California  Is  staffed  almos^ 
entirely  by  people  with  severe  disabilities.     They  set  up  and  provide  ser- 
vices therfselvea,  since  for  mafiy  of  the  severely  handicapped  the  services 
required  are  not  in  the  domain  of  any  given  agency — instruction  in  home 
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Demode ling,  assurance  of  equipment  repair,  or  an  Inventory  of  experienced 
attendants,  for  example. 

Of  course,  the  IjLR  could  be  set  u^  wifMn  the  VR  flgPinry,  with  the  expec- 
tatlon  that  the  organizational  relationships  within  the  agency  could  be  worked 
,out.     The  options  are  moat  succinctly  described  by  looking  at  the  decisions 
which  must  be  made  regarding  client  selection  and  flow. 

One  approach  would  have  the  agency  screen  clients  for  vocational  potential. 
Clients  would  be  selected^  as  at  present.  Only  those  clients  failing  or  rejected 
due  to  severity  would  then  get  ILR  services  as  necessary. 

Another  approach  within  the  VR  agency  would  be  to  set  up  totally  distinct 
units,  each  living  its  own  manpoweii  and  budget,  and  to  establish  Internal  agen- 

r 

cy  referral  procedures.  This  option  may  be  so  rigid  as  to  constitute  an  Internal 
agency  option  much  like  the  independent  agency  related  to  VR  described  above. 

A  third  approach  would  be  to  have  no  distinctions  between  the  programs. 
Any  handicapped  persons  arriving  at  intake  will  be  provided  the  services  from 
which  they  can  benefit,  for  as  loag  as  they  can  benefit,  regardless  of  outcome. 
Thus,  there  could  be  few  "unsuccessful"  outcomes,  since  most  people  would  be 
rehabilitated  to  a  vocation  or  to  independent  living. 

Lastly,  the  ILR  program  could,  in  effect,  be  Jhe  evaluation  arm  and  ser- 
vice provider,  as  in  extended  evaluation.     All  handicapped  persons  wishing  ser- 
vices  would'  be  first  seen  by  the  ILR  program,  which  refers  them  to  the  VR 
program  only  after  their  ILR  needs  have  been  met.     This  should  reduce  the  number 
of^persons  not  rehabilitated  in  the  VR  program,  because  most  of  the  people 
in  VR  v;ill  have  had  most  of  their  needs  met,. except  vocational. 

Operational  Definitions  of  Severity 

1.      The  current  RSA  definition  of  the  severely  handicapped  has  a 
number  of  advantages  and  disadvantages.     The  major  advantages  are  that  it  is 
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well  known  by  people  in  the  field,. and  it  provides  flexibility  for  the 
counselor  who  may  consider  sucli  factors  as  the  client Vs  transportation 
difficulties.    On  the  other  hand,  it  continues  the  practice  of  "labeling," 
furthering  the  stereotyping  of  people  who  are  sever:ely  handicapped.  More 
importantly,  there  is  only  a  minimal  relationship  between  diagnostic  labels 
and  severity. 

2.  The  extended  RSA  guideline  alternatives  have  the  same  advantages 
as  the  curr^t  RSA  definition  but  with  somewhat  finer  disability  discrimi- 
nations . 

3.  A  method  which  focuses  on  measuring  functional  limitations  appears 
to  have  the  greatest  number  of  advantages  since  it  is  reliable,  valid,  and 
relatively  easy  to  administer. 

4.  A  method  that  would  consider  all  aspects  of  ^  person's  handicap 

would  have  a  major  advantage,  in  that  it  would  take  into  account  such  factors > 

as  motivation,"  family  support,,  attitude,  etc.     On  the  other  hand,  it  would 

be  difficult  to  develop  a  valid,  reliable  measure  of  this  sort  which  predicts 
■« 

vocational  performance. 

5.  In  light  of  the  wide  discrepancy  among  States  in  the  rate  at  which 
they  report  serving  severely  handicapped  people,  some  objective  instrument 
for  establishing  severity  appears  highly  desirable. 

Financial  Options 

1.    Many  posflibilities  exist  for  the  design  and  financing  of  rehabilitation 
programa.    Many  of  these  options  can  be  combined  and  possible  combinations  are 
innumerable.    Financing  was  discussed  along  three  dimensions:    ^l)  Federal  par- 
ticipation; <2)  funding  through  programs;  and  (3)  client  cost  sharing.  Options 
along  the  first  dimension  include:     full  Federal  financing,  special  revenue 
shai^ing,  and  Joing  funding  between  Federal,  State,  and  local  levels  of 
government. 
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2.  A  major  argument  in  favor  of  full  Federal  funding  is  that  if  states 
have  a  great  degree  of  control,  wide  variations  between  State  programs  (and 
therefore  inequities)  may  result,  in  both  population  served  and  services 

provided.  .  , 

3.  Under  a  special  revenue  sharing  plan  a  VR  program  would  have  a. 

given  Federal  allotment,  funds  being  dispersed  to  States  and/or  local  govern- 
ments  by  means  of  an  allocation  formula  determined  by  population,  target 
population.  State  income  and/or  other.  State  charaQ^:eristics.    Use  of  a 
formula  which  takes  into  account  different  State  and  local  needs  allows  the 
dispersal  of  the  most  resources  to  those  States  which  are  in  greatest  need 
of  assistance  in  achieving  national  goals.    .It  also  preserves  the  role  of  the 
Federal  Government  as  a  redistributor  of  income.     On  the  other  hand,  it  can 
be  argued  that  when  localties  are  allowed  such  broad  discretion  in  the  use  ^ 
of  funds  as  would  occur  with  special  revenue  sharing,  there  is  no  certainty 
that  all  would  be  able  to  achieve  national  goals  in  rehabilitation  without 
specific  direction  or  that,  without  monitoring  of  funds,  misuse  would  not 
occur. 

4.      Programs  which  are  federally  kuthorized  but  jointly  funded  by 
State  (and  someti^s  local)  governments  gene/ally  allow  greater  variation 
among  States  in  terns  of  program  design  and  administration  and  reduce  the 
financial  burden  on  the  Federal  Government.  ^Arrangements  under  which  States 
contribute  to  program  financing  may  involve  (1)  an  allocation  formula  to 
determine  the  Federal  contribution  to  individual  States  based  on  such  State 
characteristics  as  total  population,  target  population,  and  incoflle,  etc., 
and/or  (2)  a  matching  ratio  that  fixes  the  number  of  Federal  dollars  for 
aacK  dollar  contributed'ly  a  State  towards  a  pa^^icular  program,  possibly 
variable  by  State  and  possibly  subject  to  a  maximum  determined  by  an  allocation 
formula.  «  I. 
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5.      It  should  also  bexrealis^ed  that  programs  can  be  funded  from  more 
than  one  source.    There  are  many  examples  of  joint  funding:    Medicaid  pays 
the  costs  of  premiums,  deductibles,  and  co-insurance  of  the  poor  who  are' 
eligible  to  participate  in  the  Medicare  program  in  some  States;  VR  services 
for  certain  Disability  Insurance  recipients  are  paid  by  M  Trust  Fund  monies; 
and  VR  agencies  are  reimbursed  at  100  percent  of  the  costs  of  rehabilitation 
for  certain  blind  and  disabled  recipients  of  Supplemental  Security,  Income. 
In  addition,  VR  agencies  are  rlquired  to  make  maximum  use  of  similar  benefits 
provided  by  other  programs.    Procedures  should  be  developed  by  which  the 
rehabilitation  agency  could  pay  vendors  for  needed  services  through  a 

revolving  fund:    VR  would  then  be  reimbursed  from  the  programs  ^ich  finances 

5.  ■  - 

the  services  such  as  Medicaid, 
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Chapter  30 
*■    RESEARCH  AND  DEMONSTRATIONS 
Research  and  demonstration  was  introduced  into  the  VR  program  through  the 
1954  ame?ldments  to  the  Vocational  Rehabilitation  Act.    TR^s^Act  provided  funds 
to  support  research  and  demonstration  projects  which  promise  some  unique 
contribution  to  the  present  state  of  kjiowlege  of  rehabilitation  the9ry  or 
practice.     The  purposes  of  the  program  include:     development  of  new  information  on 
methods. and  devices  for  use  by  persons  involved  * in  the  rehabilitation  process; 
increasing  the  effectiveness  of  existing  programs;  increasing  community  involvement 
and  support;  and  providing  data  analyses  and  ideas  to  administrators  which  will 
aid  them  in  developing    programs  for  the  disabled. 

Since  1954,  over  2,000  R6J)  projects  have  been  conducted,  involving  between 
$400.  and  $500  million.     Projects  have  been  conducted  on  numerous  types  of 
disabling  conditions,  as  well  as  orv  groups  of  persons  having  special  conditions 
which  relate  to  their  disability  (e.g.,  the  homebound  arid  the^aged).  Studie^ 
of  the  socially  and  culturally  handicapped,  administrative  and  program  analyses,  ^ 
Ind  many  other  R&D  projects  have  been  undertaken.    A  complete  description  of  the  re- 
search and    demonstration  funded  under  the  Rehabilitation  Act  can  be  found  in  the 
annotated  listing  of  R6I>  projects  published  periodically  by  the  Rehabilitation 
'services  Administration,  in  the  Research    Directory  of  the  Rehabilitation 
Research  arid  Training  Centers,  and  in  other  RSA  publications. 

Through  this  R6£D  program,  much  has  been  accomplished.    An  international  . 
program  in  rehabilitation  research  was  developed,  making  it  possible  to  bring  in 
foreign  experience  to  enrich  American  experience.     The  R6JD  program  led  to  the 
establishment  of  the  Rehabilitation  Research  and  Training  Centers,  Spinal  Cord 
Injury  Centers,  and  the  National  Center,  for  Deaf-Bli^d  Youth  and  Adults.  It 
also  succeeded  In  developing  the  technology  and  methods  for  the  mobility 


794 


795 


training  of  the  blind.     A  substantial  number        the  projects  referred  to  in 
this  report  were  funded  by  RSA. 

The  best  of "the  R&D  efforts  are  in  the  clinical  andt  the  rehabilitation 
engineering  areas,  where  major  breakthroughs  have  occurred.     Those  efforts 
should  continue  to  be  funded  and  expanded.     In  other  areas,  however,  the  .        ^  ^ 
picture  is  not  so  favorable,  particularly  in  the  areas  of  benefit-cost  analysis, 
in  understanding  the  interaction  of  the  individual  ahd  his  environment,  and  in 
developing  policy  analyses  of  the  effect  of  other  programs  on  VR  and  on  the 
handicapped.    When  studies  of  these  areas  have  been  mounted,  they  have  been 
sparse  and  limited.  * 

An  evaluation  of  rehabilitation  research  by  Berkowitz"^  concluded  that  the 
reports  were  generally  "wanting  in  the  quality  of  their  methodology,"  and  that, 
while  they  were  somewhat  useful  in  development  of  policy  positions,  they  were 
deficient  as  regards  research.    Methodological  problems  included  lack  of  experi- 
mental design',  lack  of  internal  validity,  absence  of  followup  or  outcome  measure- 
ment, unrepresentative  or  poorly  designed  sampling  procedures,  and  low-powered 
statistical  analyses.     Utility  for  making  policy  suffered  fron?  limited  ability 
to  generalize,  lack  of  new  information,  and  the  need  for  further  research  to 
determine  whether  the  data  justified  such  conclusions. 

One  of  the  implications  for  resear^ch  in  the  area  of  the  severely  han^^cajped 
is  that  while  some  of  the  research  ma^have  been  clinically  useful  or  useful 
on  a  limited  scale,  in  order  to  '^Ijjl^ain  national  or  statewide  estimates 


1.    Monroe  Berkowltz,  et  al..  An  Evaluation  of  Rehabilitation  Research, 
(New  Brunswick;     Rutgers  University,  1974). 
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useful  for  policy  planning,  further,  analysis  must  be  performed.     In  acdition, 
the  target  population  of  the  severely  handicapped  suffers  from  problems  of 
definition       much  research  on  the  handicapped  does  not  adequately  differentiate 

between  the  severely  handicapped  at^d  the  handicapped  as  a  whole.    When  such 

\ 

definitions  ^fexist,  the/ vary  from  study  to  study,  some  being  based  on  ability 
to  work,  others^  diagnostic  labels,  and  still  others  on  ag%ney  classifications 
from  certain  functional  limitations,     or  a  combination  of  factors.    Thus,  it 
/    is  difficult  to*  compare  the  results  of  studies.  ^ 
The  surveys  which  we  conducted    of  persons  rejected  from  VR  and  of 
persons  who  were  formci|^ly  inpatients  at  the  CMRCs  highlighted  the  fact  that  the 
severely  disabled  are  not  a  homogenous  group.     Their  goals  and  abilities,  their 
service  needs  and  their  rehabilitation  plans  vary.     Research  on  the  severely 
disabled  should  specify  the  characteristics  of  the  persons  under  s^udy  as  well  as 
the  rehabil^^tation  goals  or  outcomes,  such  as  homeraaker  status,   full  employment,  ^ 
or  sheltered  employment.     Failure  to  specify  sample  characteristics  and  rehabilitation 
goals  can  produce  information  which  is  not  useful  for  planning. purposes  or  simply 
misleading.     For  example,  in  assessing  the  factors  affecting  successful 

V 

rehabilitation,  persons  rehabilitated  to  homemaker  status  V7ould  probably  not  be 
affected  by vtheir  educational  level  or  the  current  employment  situation,  whereas 
persons  rehabilitated  to  full  employment  might  very  well  be  affected  by  these 

factors.  ^ 

This  section  poses  some  of  R6D  issues  which  are  relevant  to  the  determina- 
tion   of  the  needs,  methods,  and  costs  of  rehabilitating  the  severely  handicapped. 
Certain  subgroups    of  this  population  which  have  specific  problems  are  treated 
separately. 

^  4. 

>. 

'  "V 
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/  .  BASIC  AREAS  FOR  RESEARCH^' 

At  intervals  throughout  this  report  are  noted  needs  for  further  investigatlor. 
of  certain  Basic  questions  about  the  most  severely  handicapped,  begiifcing  with 


a  definition  of  who  these  Individuals  are. 
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Deflrfltlon  of  the  Severely  Handicapped 

Definition  of  the  population  to  be  served        that  Is,  determining  who 
Is  severely  handicapped,  who  should  be  eligible  for  Independent  living  sel^yices, 
and  who  might  benefit  from  vocational  services        is  essential  for  coherent 
policy  planning.    Development  of  accurate  an^  economically  feasible  national  and 
statewide  estimates  of, the  number  and  characteristics  of  the  severely  handicapped 
as  well  as  the  handicapped  as  a  whole,  requires  cooperation  among  agencies  concerned 
with  handicapped  people  and  agencies  which  conduct  nationwide  surveys  for  o^her, 
but  related,  purposes.*    To  this  end.  It  Is  recommended  that  RSA,  In  conjunction 
with  other  parts  of  HEW  and  with  the  Census,  utilize  ongoing  national  surveys 
and  expand  them  to  sufficient  size  to  estimate  incidence,  prevalence,  and 
statewide  differences.    Through  cooperative  efforts  with  the  Social  Security 
Administration,  RSA  could  obtain  followup  data  on  earnings,,  job  retention, 
mobility,  etc.,  of  individuals  within  and  oubside  of  the  VR  system,  so  that  ^ 
benefit-cost  estimates  could  be  predicted  from  hard  data.     Preplatined  followup 
studies  of  VR  clients  over  a  significant  period  of  time,  such  as  10  years^  could 
provide  valuable  information  about  factors  which  affect  successful  outcomes  and 
the  likely  course  of  individuals  with  different  types  of  handicaps. 

It  has  been  indicated  in  various  sections  of  this  report  that  the  prevalence 
of  severe  handicaps  depends  on  a  combination  of  social,  economic,  and  labor 
market  factors  as  well  as  on  the  nature  of  the  individual's  Impairment;  that  is, 
\-         as  much  on  the  severely  handicapped  environment  as  on  the  individual.  Current 
RSA  methods  of  determining  severity,  however,  are  based  primarily  on  diagnostic 
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category,  which  is  only  a  very  rough  indicator  of  dependency Research  is  needed 
to  develop  methoda  for  determination  of  severity  which  are  consistent,  valid,  and 
economical.     Suggestions  as  to  possible  methods  appear  in  this  report.  ^ 

Under  the  present  system,  it  is  not  clear  how  many  of  the  persons  rejected 
for  reasons  of  severity  could  have  benefited  from  vocational  services.     It  is 
known,  however,  that  about  12  percent  of  those  surveyed  had  found  employment  follow- 

ing    the  time  of  VR  rejection,  and  others  appeared  to  be  potentially  employable 

-  J- 

by  a  number  of  criteria.    Demonstration  projects  which  seek  to  ascertain  the 
extent  of  progress  which  can  be  expected  from  persons,  using  various  cutoff 
points  with  regard  to  severity  and  accountttng  f«r  the  exogenous  reasons  affecting 
nonemployment  (such  as  the  poor  labor  market  and  employer  discrimination),  or 
for  failure  to  attain  independence  of  livilng,  if  an  ILR  program  is  instituted, 
(^uch  as  environmental  barriers),     would  Lead  to  more  fruitful  methods  of 
determining  severity  and  placement  criteria  for  appropriate  programs. 

Costs  of  Rehabilitation  Services  for  the  Severely  Handicapped  % 

One  of  the  critical  problems  in  serving  the  severely  handicapped  is  the 
cost  of  such  services.     Little  is  known  about  the  cost  of  rehabilitating  the 
severely  disabled,  whether  this  rehabilitation  is  vocationally  oriented  or  aimed 
&t  those  who  could  benefit  from  ILR  services.'    This  type  of  analysis  is  crucial, 
since  implementation  of  even  the  best  of  programs,  no  matter  how  effective, 
is  unlikely  to  occur  on  a  large  scale  if  the  cost  is  very  high.     In  the  survey 
of  provi<^ers  of  rehabilitation  services,  over  four-fifths    ^^It  that  VR  was 
potentially  capable  of  serving  more  severely  handicapped  persons  than  it  was 
presently  serving.     The  two  most  common  requirements  for  serving  the  severely 


handicapped  cited  were  additional  funding  and  additional  staff.     Certain  isolated 
examples  wherein  a  fcustodial  type  of  instLtution  was  reoriented  to  a  rehabilita- 
tion instittition  provide  clues  for  -some  of  the  least  costly  methods  of  irtiproving 
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the  lives  of  some  severely  handicapped  persons.  ^Other  cost  studies  might 'expldre 
cooperative  methods  of    rehabilitation,  wherein  different  agencies  work  together 
or  share  the  funding  requirements  for  certain  types  of  rehabilitation. 

Comparative  cost  studies  for  different  approaches  to  similar  populations 
might  point  the  way  toward  determining  which  type  of  agencies  are  best  suited 
to  most  economically  handle  the  rehabilitation  of  particular  types  of  individuals. 
For  example,  the  majority  of  the  population  surveyed  from  the  CMRCs  were  .quite 
physically  impaired,  and  a  significant  number  were  beyond  retirement  age  upon 
almission  to, the  facility.    Most  of  these  persons  required  medical  and  other 
ser^ces  to  achieve  independent  living,  vocational  services  being  inappropriate 
due  to  age  or  physical  condition.      Thus  older,  more  physically  dependent  persons 
might  be  better  served  by  CMRCs  than  by  VR  agencies.    However,  most  persons 
cannot  afford  this  type  of  care  if  they  must  rely  on  their  own  resources.  Only 
3  percent  paid  the  major  share  for  the  CMRC  stay  themselves,  the  rest  relying  upon 
insurance  and  public  sources  (Medicare,  Medicaid  and  welfare)  to  take  up  the. 
bulk  of  payment.    While  the  services  may  be  valuable  and  appropriate  for  thei'r 
needs,  they  are  also  very  expensive,  and  neither  the  individual  nor  VR  ^an  be  ex- 
pected   to  carry  the  major  burden  of  cost.     In  this  regard,  some  examination  of 
the  role. of  soctef^ services  and  Medicaid  may  be  fruitful. 

The  severely  handicapped  are  a  diverse  group.     Some  are  more  physically 

■  /  - 

handicapped  than  others,  some  have  problems  ih  addition    to  a  physical  impairment 
which  increase  their  handicap  such  as  lack  of  education,  advanced  age,  etc., 
and  some  are  mentally  handicapped.     The  living  conditions  of  these  people  and 
^  Jthe  availability  of  financial,  physical  and  social/psychological^assistance  or 
support  also  affects  the  extent  to  which  these  persons  are  limited  by  their 
disability.    For  some,  deinstitutionalization  would  be  the  first  and  perhaps 
only  likely  outcome  of  rehabilitation  services,  while  others  may  be  capable  of 
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fulX  employment.    The  comparative  costs  of  services  oriented  toward  different 
outcomes,  such  as  deinstitutionalization^,  ability  to  live  independently,  placemen 
in  an  employment  situation,  or  further  education,  should  be  examined  for  the 
different  sorts^of  persons  qualifying  as  severe^Jy^han^icapped,  so  that  the  likeli 
hood  of  a  successful  ouC^come  and  the  costs  of  services  leading  to  these  outcomes 
can  be  determined.  ^  * 

The  costs  of  failure  to  rehabilitate  persons  to  their  full  potential  may  be 
just  as  important  as  the  costs  of  successful  rehabilitation.     The  severely 
handicapped    generally  have  lerss  earning  power,  which  may  result  in  increased 
financial,     social,     psychological  and  perhaps  physical  dependency.     If  needs 
for  assistance  from  others  ramain  high,  other  family  members  may  be  required 
to  forego  employment,  work  extra  jobs,  or  limit  their  education.  Enforced 
dependency  may  be^  quite  demoralizing  to  the  individual  and  his  family,  and 
may  result  in  disruption  of  the  family  and  other  social    interactions.  Society 
sufferls  from  the  burden  of  supporting  the  Individual  and  perhaps  the  family 
of  the  individual  who  is  unable  to  work.     However,  research  in  these  areas^ Is 
somewhat  inadequate  in  scope.     A  thorough  study  of  the  costs  of  failure 
to  rehabilitate — costs  to  the  society,  the  individuals,  and  their  families 
is  needed  in  order  to  weigh  the  costs  of  rehabilita1:ion  against  the  financial, 
"^psychological,  and  social  costs  of  failure  to  do  so. 

i  i 

R&D  IN  PROBLEM  AREAS 
Certain  areas  i^hich  present  particular  difficulties  to  the  most  severely 
handicapped  call  for  careful  R&D  efforts. 
Employment 

The  severely  handicapped  are  restricted  in  their  labor  market  participation 
by  many  factors,  including  physical  limitations,  socioeconomic  characteristics. 
Inadequate  aggregate  demand,  capital  disincentives  and  employer  attitudes. 
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However,  the  available  literature  dealing  with  those  Issues  with  respect  to  the 
severely  handicapped  is  sparce.     It  Is  not  possible  to  accurately  determlfieNthe 

number  who  are  capable  of  entering^ different  kinds  of  work  situations,  the  most 

^-/^ 

productive  use  o|  their  capabilities,  or  th^magnltude  of  the  benefits  to  the 

handicapped  Individual,  their  families,  and  society  which  would  result  from  their 

working.     In  order  to  plan  for  vocational  rehabilitation  of  the  severely  handicapped, 

a  number  of  studies  on  these  areas  are  desirable. 

Analysis  of  the  requirements  of  the  severely  handicapped  for  employment 

would  provide  some  estimate  of  the  numbers  of  such  persons  who  could  possibly 

enter  the  labor  market,  and  of  the  special  conditions  which  must  be  met  before 

this  could  take  place.    Persons  Interviewed  In  the  VR  survey  cited  light  work  as 

the  most  frequent  job  requirement,  followed    by  reduced  work  schedules,  f^xlble 

work  schedules,  transportation,  and  special' training  and  education.  Slightly 

more  than  one-quarter  of  the  sample  cited  accessible  buildings  as  necessary. 

It  is  possible  that  some  of  these  persons  could  work  with  less  than  optimal 

conditions,    or  that  some  of  the  survey  choices  were  too  vague  or  broad  in  scope 

and  should  be  more  operationally  defined.    For  example.  Individuals  citing  a  need 

for  flexible  work  schedules  could  mean  anything  from  a  need  for  an  occasional 

day  off  when  in  pain  to  a  need  fqr  completely  flexible  hours  on  a  d.aily  basis. 

The  relationship  between  these  job  tequirements  and  performance  In  different 

"sorJS^fof  jobs  is  not  well  known,  nor  is  the  relationship  between  other 

characteristics  of  the  individual,  such  as  age,  specific  physical  limitations, 
« 

education,  etc.,  to  job  performance. 

In  conjunction  with  research  estimating  the  number  of  individuals  who 
could  currently  enter  the  labor  market,  if  certain  employment  conditions  were 
met,  demonstration  projects  which  seek  to  explore  the  full' employment  potential 

of  the  severely  handicapped  are  needed,  such  as  that  being  directed  by  United 
Cerebral  Palsy  of  Kansas  under  an  RSA  grant.     Under  current  practices,  an 
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Individual  might  be  depled  placement  or  placed  In  sh/ltered  worksho-s  or 
employment  requiring  lower  skill  levels  when  he  is  potentially,  capable  of  more  |]^. 
Independence  and  of  using  more  complex  skills.    Exploration  of  the  time,  expense, 
'      methods,  and  benefits  involved  in  bringing  such  persons  up  to  a  higher  skill  level 
would  provide, some  clues  to  programmatic  changes  which  might  greatly  enhance 
the  "^ivea  of  the  severely  handicapped  and  their  families,  as  well  as  reducing  the  , 
number  of  persons  unnecessarily  institutionalized,  dependent  on  public  sources  ) 
ot  Income,  or  limited  to- sheltered  employment  possibilities. 

'Many  jobs  seem  unsuited  for  persons  having  certain  functional  limitations.  ^ 
However,  various  projects  have  demonstrated  how  mof ideations  in  the  work  place 
can  make  it  possible  for  disabled  people  to  perform  jobs  which  are  otherwise 
impossible  or  impractical  for  them  or  dangerous  to  their  health.     In  the  course 
of  this  study,  we  found  little  current  research  which  examined  the  extent' to 
which  work  environment,  equipment,  and  job  structures  constitute  barriers  to 
employment  if  the  disabled/  Thi^  type  of  study  is  necessary  to  determine  the 
extent  and  types  of  modifications -which  could  increase  the  employment  potential 
of^the  severely  haiidicapped .  •  ^ 

Analysis  of  both  the  usual  requirements  for  particular  jobs  and  the 
modifications    which  could  be  performed  to  accommodate  jobs  to  the  severely 
handicapped  might  provide  the  basis  for  negotiations  with  employers  regarding 
hiring  of  more  handicapped.  Many  employers  are  not  awaije  of  l!the  actual  percentagte 
of  the  lob  which  requires,  .for  example,  heavy  labor.     If  this  percentage  is  low, 
as  it  often  is,  many  jobs  could  be  restructured  to  accommodate  persons  no  longer 
able  to  perform  heavy  work,  or  equipment  could  be  modified  to  permit  operation 
by  the  handicapped. 

In  addition  Co  Job  analysis,  R&D  projects  are  needed  which  seek  to  provide 
job  development  strategies,  so  that  counselors  and  others  responsible  for  Job 
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placement  aad^ralning  are  knowledgeable  about  employment  needs,  job  trends, 
and  the  acquisition  of  job-related  skills.     In  the  survey  of  providers  of  rehabi- 
litation services,  86  percent  felt  the  lack  of  job  development  and  placement 
specialists  for  the  severely  handicapped  i^s  a  major  impediment  to  serving  this 
Population. 

There  have  been  few  empirical  studies  of  the  disincentives  to  working  or 
living  independently.     It  is  known,  however,  that  most  persons  who  have  a 
public  income  transfer  also  have  at  least  soine  health  benefit  under  Medicaid 

/ 

or  Medicare,     Public  income  transfers  often  qualify  other  members  of  the  family 
for  AFDC,  which  may  mean  that  the  total  income  and  benefits  to  the  family 
significantly  exceed  passible  earnings.     In  addition,  agencies  such  as  DI  and  SSI 
«  impose  earnings  factors  in  their  defiriition  of  disability,  which  in  turn  affect 

the  likelihood  of  VR  acceptance.     Research  on  the  effects  of  different  income 
maintenance  strategies  on  the  severely  handicapped  and  handicapped  populations 
is  needed.  '  *^ 

Discriminatory  policies  against  hiring  the  handicapped,  unduly  high  firing 
rates  when  non'disabled  persons  are  available,  and  problems  with  insurance 
coverage  which  discourage  hiring  the  handicapped  except  at  the  employet's  risk, 
are  all  problems  which  are  suggested,  but  not  documented  aS^ to  extent,  in  this 
report.     Investigation  of  employment  practices,  employer  disincentives  to  hiring 
the  handicapped,  and  the  extent  of  the  problem  todcy   is  needed  to  determine  the 

*  r- 

reasons  for  and  extent  of  differential  treatment  of  the  handicapped.     The  relation- 
ship of  employer  attitudes  to  practices  and  policies  is  virtually  unknc«'7n,  as  is 
the  extent  of  discrimination  among  subgroups  of  the  severely  handicapped.  Labor 
uniOT)  policies  with  regard  to  the  disabled  are  critical  to  examine,  since  1)  union 
policies  may  act  as  'barriers    to  hiring  the  handicapped,  and  2)  unions 
have  powerful  leverage  for  forcing  employers  to  change  policies  which  tend  to 
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restrict  job  opportunities  for  the  disabled. 

0 

Many  respondents  reported  that  employers  refused  to  hire  them  because  their 
Insurance  would  not  cover  them  or  would 'increase  in  cost  if  they  were  hired. 
In  one  instance,  employment  was  denied  because  the  handicapped^person  was  ineligible 
for  the  (municipal)  pension  plan.    Others  reported  employer  discrimination  because 
of  fear  tr  Uwsuits  if  the  disabled  person  became  injured.    A  thorough  examina- 
tion of  the  incidence  and  impact  of  public  and  private  insurance  policies  and 
p^ractices  which  discourage  employment  or  which  fail  to  provide  the  protection 
for  which  they  are  intended  is  necessary  for  the  development  of  fair,  uniform 

practices.        >*   J  I  " 

.     Examination  of  policies  of  unions,  employers  and  insurance  companies  which 
epcourage  fair    treatment  of  the  handicapped  may  suggest  way^;  to  co^lfii^' differ- 
ential  treatment  of  the  handicapped.    For  example,  workers  suffering  upper  Umb 
amputations  on  the  job  wete  retained  after  a  job  analysis  performance  ,by  the  , 
union  involved  discovered  that,  contrary. t&  popular  belief,  over  80  percent 
of  the  work  required  on  the  job  did  not  require  the  use  of  both  arms. 

Job  structures,  i.e.,  the  requirements  for  entry,  the  physical  requirements 
on  the  job,  such  as  standing  rather  than  sitting,  rigid  career  ladders,  etc., 
may  constitute  unnecessary  barriers  to  the  severely  handicapped.     There  is  a  need 
for  systematic  research  into  job  structures  and  their  relationship  to  the 

» 

capabilities  of  disabled  people. 

The  extent  to  which  psychological  or  motivational  factors  affect  ability 
to  find  or  retain  employment  and  job  mobility  is  not  well  known.    A  few  studies, 
primarily  based  on  British  populations,  indicate  that  attitudes  toward  aelf^^ 
or  work  are  more  important  determinants  of  return  to  work  than  are  medical  recovery 
or  functional  limitation.     Other  studies  indicate  that  family  attitudes  and  agency 
•    practices  can  increase  dependency  and  discourage  job  mobility.    Investigation  of 


ERIC 


821 


805 

the  relationship  of  attitudes  of  the  severely  handj.capped,  their  families,  and  of 

rehabilitation  or  educational  agencies        employment  patterns  of  the  severely 

ft  » 

handicapped  is  needed. 
Health  Care 

a 

'**A^iignif leant  number  of  the  severely  disabled  need  some  sort  of  medical 
care,  restorative  and  other  services,  or  coverage  for  medical  services. 
These  needs  were  found  to  vary  by  age  and  level  of  physical  dependency.  Currently,'^ 
there  are  many  types  of  service  models  operating,  which  may  deliver  anything 
from  emergency  life-saving  procedures  to  visiting  nurse  services  to  plastic 
surgery.    Obviously,  these  services  have  different  priorities,  are  oriented 
towards  different  purposes,  and  have  different  costs.     Coverage  is  often  Rruvided 
for  those  services  which  are  necessary  to  maintain  life,  but  less  frequently 
for  services  which  may  improve  the  person's  quality  of  life.     Too  little  is  known 
about  the  distribution  of  health  care  service  needs  among  the  severely  handicapped 
to  attempt  anything  mpre  than  ^short-term  remedies.     -In^rdet  Lu  develop  long- 
terra  strategies  for  the  improvement  of  medical  and  health  care  to  the  severely 
handicapped,   further  information  is  needed  on  the  geographical  distribution 
of  present  and  potential  unmet  needs  for  self-care,  primary,  secondary,  tod 
tertiary  care,  the  surplus  capacity  of  existing  medical  and  health  service 
delivery  systems,  and  on  the  cost  and  ef fectivetkess  of  alternative  service  models. 

The  problems  for  individuals  requiring  long-term  care  are  complex.  Many 
persons  are  in  settings  which  do  not  suit  their  needs,  in  that  services  may 
be  inadequate  or  lacking.     Settings  which  permit  a  moderate  degree  of  indepen- 
dence, such  as  community  or  group  care,  may  not  be  available  or  may  be  financially^ 
feasible.  thooe  who  require  more  intensive  care,  family  resiatance  br 

financial  factors  may  prevent  additional  care  or  institutionalization.  Research 
into  methods  of  screening,  rehabilitation,  and  financing  long-term  care  in  the  O 
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most  appropriate  but  least  Intensive  settings  is  needed.    Disincentives  to  . 
deinstitutionalization  also  need  to  be  explored  in  this  context. 
Technology 

Current  technology  for  the  disabled  is  quite  sophisticated  in  some  areas 
and  very  deficient  in  others.     For  example,  large  sums  have  been  spent  in  the 
development  of  electronic  implantation  devices  through  which  the  blind  may 
be'-able  to  see,  but  no  one  has  developed  a  collapsible  cane  which  does  not 
vibrate.     Vibrating  canes  disturb  the  blind  person's  sense  of  distance  and  are 
among  the  first  priorities  for  research  sited  by  blind  consumers.    Research  on 
^improved  wheelchairs,  canes,  etc.,  could  assist  large  numbers  of  severely 
handicapped  who  would  not  have  access  to  the  more  sophisticated  technology 
developed.     In  addition  to  basic  research  problems,  problems  In  implementing^ 
new  advances  are  posed  by  the  cost  of  (1)  design  and  production,   (2)  special 
modification  for  each  individual,   (3)  adequate  training  of  physicians  and  allied 
health  personnel  in  their  application,  and  (4)  marketing  and-  subsequent  mainte- 
nance. 

Consequently,  there  is  a  need  for  multidisciplinary  interaction  to 
enhance  mutual  exposure  and  interaction  among  workers  in  different  specialties  , 
in  the  following  areas:   (1)  development  of  evaluation  procedures  to  determine 
the  total  impact  of  both  new  and  existing  devices  or  techniques  on  the  functioning 
of  the  user,  (2)  identification  of  the  strengths  and  weaknesses  of  these  aids, 
so  that  improvements  can  be  made,   (3)  comprehensive  analysis  of  the  potential 
consumption  market^ ^nd  (4)  primary  research  in  the  area  of  technology. 
Transportation 

One  of  the  major  requirements  for  receiving  needed  services,  for  employment, 
and  for  independent  living  was  adequate  and- accessible  transportation.  However, 
even  the  providers  of  services  which  might  le^  to  employment  or  independent 
living  have  generally  relied  on  the  disabled  themselves  to  obtain  the  needed 
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transport at Ion  to  arrive  at  their  facilities.    Thus,  t^ere  is  a  need  to  connect 
the  provider  and  the  consimer. 

It  is  known  that  many  factors  affect  the  utilization  of  transportation 
services  by  the  disabled,  including  physical  limitations,  psychological  factors, 
income,  and  the  performance  of  the  transportation  system  itself.     It  is  also 
known  that  different  disability  groups  have  different  transportation  problems, 
and  ^theref  ore^'Solution3  to  these  problems  will  differ.    A  comprehensive  study 
of  the  transportation  needs,  the  impediments  to  using  various  transportation 
systems,  and  the  current  and  expected  utilization  patterns  for  various  types  of 
existing  and  propos^  transportation  services  for  persons  with  different  types 
of  transportation  problems  is  currently'  being  proposed  by  the  Department  of 
Transportation.     Results  of  that  study  should  suggest  a  wide  variety  of  options 
for  resolution  of  the  many  transportation  problems  of  the  severely  handicapped. 
Architectural  Barriers 

Architectural  barriers  in  the  home  and  in  public  and  private' buildings 
limit  or  prevent  the  severely  handicapped  in  employment,  education,  and  in 
freedom  of  movement.     In  recognition  of  this.  Section  502  of  the  Rehabilitation 
Act  of  1973  provides  a  mandate  for  research  into  several  aspects  of  what  is 
needed  for  a  barrier  free  environment.     A  study  funded  by  VR  in  the  early  1960s 
in  Minnesota,  as  mentioned  earlier  in  this  report,  concluded  that<aerchitectural 
barriers  were  so  self-evident  that  statistical  dotumentation  of  the  problem  is 
for  the  most  part  superfluous.     Study  of  the  extent  to  which  recently  constructed 
buildings  or  other  facilities  which  fall  under  the  legislative  requi-f ements  com- 
ply with  laws  regarding  architectural  barriers  is  possibly  more  relevant  to  cur- 
rent concerns.     At  issue  is  whether  the  buildings  can  be  readily  eptered  (e.g., 
ramps  or  street  level  entrances,  doorways  wide  enough  fot\  wheelchairs,  no  revolv- 
ing  doors),  and  whether  the  facilities  inside  the  building,  such  as  washrooms, 
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elevators,  and  drinking  fountains,  are  usable.     Further  studies  of  this  nature 
are  required.  *  •  ♦ 

Even  if  all  newly  constructed  buildings  and  other  buildings  which  fall 
under  legislative  mandate  were  to  be  completely  accessible,  the  severely  handi- 
capped   would  still  be  extremely  limited  in  seekijig  housing  and  employment,  as 
well  as  in  carrying  out  normal  activities  such  as  shopping,  going  to  the  bank, 
or  obtaining  a  driver's  license.    The  costs  incurred  by^the  disabled  because 
of  their  limited  selection  of  accessible  buildings,  including  excessive 
time  and  .financial  resources  expended  finding  suitable  housing  or  jobs,  have  not 
been  thoroughly  investigated.     Research  which  addresses  the  cost  of  modifying 
already  existing  buildings  would  be  useful  in  determining  fche  feasibility  of  such 
modifications  and  the  funding  required  for  such  efforts.    A  detailed  analysis 
of  the  usual  costs  of  different  types  of  modifications,  such  as  widening  doo^s , 
lowering  telephones  and  elevator  buttons,  introducing  ramps  and/or  elevators, 
etc.  is  necessary  for  accurate  estimates  of  this  variety. 

Barriers  in  the  home  may  result  in  needs,  for  assistance  in  performing 

daily  activities,  "or  in  increased  time  and  effort  being  applied  to  tasks  which 

t 

could  be  better  spent  elsewhere.     The  major  share  of  the^costs  of  removing 
barrier*  .in  the  home  is  currently  borne  by  the  disabled  and  their   families.  The 
VR  survey  findings  indicated  that  the  major  reason  for  failure  to  remove  barriers 
was  the  cost.     In  order  for  persons  severely  handicapped  to  have  accurate  in- 
formation on  the  types,  cost,  and  availability  of  devices  and  modifications  to 
make  housing  accessible,  research  on  the  development  aivi  dissemination  of  such 
information  is  needed. 
Geographical  Constraints 

In  the  process  of  contacting  respondents  for  the  VR  survey,  it  was 
discovered  that  the  proportions  of  persons  rejected  from  large  urban  areas  . 
(e.g.,  population  centers  exceeding  100,000)  was  strikingly  lower  than  for 
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persons  living  in  small  urban  or  rural  centers.    This  suggests  that  geographic 
locale  or  access  to  large  urban  centers  wlth^  full  employment  services  may  be 
Important  factors  In  acceptance  for  services.    Research  which  defines  population 
size,  services  available  in  these  population  centers,  and  perhaps  the  employment 
situation  in  various  locales  is  necessary  to  answer  this  question. 

Lack  of  geographic  mobility  may  hinder  the  severely  handicapped  in  obtaining 
services,  assistance,  and  emplojnnent.   J)emonstration  projects  which  incorporate 
both  information  and  direct  services  could  contribute  to  the  development  of 
^mobility  strategies,  in  that  the  p^rojects  would  generate  information  on  demand 
patterns,  permit  the  workliig  out  of  cost-effective  methods  of  implementation, 
and  generate  more  accurate  cost  data.  j 

Another  option  is  to  extend  research  into  the  actual  mobility  patterns  and 
mobility  needs  of  the  severely  handicapped.    A  geographic  analysis  of  the  acces- 
sibility of  present  and  projected  services  to  the  severely  handicapped  population 
is  also  needed.     Survey  information  on  mobility  and  locational  preferences  of  the 
most  severely  handicapped,  when  combined  with  on-going  experience  of  the  pilot 
pro-am,  should  enable  a  reasonable  legislative  debate. 
Social  and  Recreational  Needs  ^ 

The  social  and  recreational  needs  of  the  severely  handicapped  should  be 
investigated  more  thoroughly.    Although  these  needs  may  be  secondary  in  importance, 
it  has  been  previously  noted  that  the  absence  of  "normal"  life  experiences  results^ 
in  deficiencies  in  personality  development  and  in  the  ability  to  relate  to  people • 
This  may,  in  turn,  affect  motivation  to  learn  employment  and  intellectual  skills, 
to  seek  a  job,  or  tb  live  more  independently.    Thus,  in  considering  the  design 
and  implementation  of  a  program  for  independent  living,  the  effects  of  social 
isolation  created  by  limited  nonfamllial  social  interaction    should  be  a  program 
concern.  ^ 
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Existing  recreational  programs  and  facilities  in  local  communities  hold 
the  potential  for  reducing  the  social  isolation  of  the  handicapped.  Investiga- 
tion  of  funding  sources  and  program  design,  and  implementationcof  efforts  to 
integtate  the  handicapped  into  community-supported  programs  should  be  undertaken. 
The  possibility  of' channeling  tax  dollars  appropriated  to  Federal,  State,  and 
municipal  agei;icies  with  recreational  interests  to  the  support  of  programs  for 
the  handicapped  should  also  be  investiga^fe^ 
Education 

Next  to  the  family,  .school  probably  provides  one  of  the  most  Important 
influences  in  the  average  person's  life.    Many  disabled  people,  however,  are 

V 

limited  in  or  prevented  altogether  from  acquiring  the  social, .educational,  and 
vocational  preparation  which  is  available  to  others.    Many,  go  to  special  classes 
or  to  schools  where  persons  with  physical  disabilities,  mental  retardation,  and 
sometimes  emotional  difficulties  are  combined  in  the  same  classrooms.'  Study  of 
the  effectiveness  of  various  educational  alternatives  for  the  severely  disabled, 
and  of  the  methods  by  which  thes^^could  best  be  impletaented,  is  necessary  for 
intelligent  program  planning  for  the  variety  of  educational  needs  present  in  the 
severely  handicapped  population. 
Consumer  Involvement  . 

Research  and  demonstration  projects  are  needed  to  evaluate  and  explore 
alternatives  for  the  relative  effectiveness  of  consumer-run  programs  of  community- 
based  service  delivery. 

'/he  Impact  of  consumer  involvement  on  the  VR  program  itpelf  requires  evalua- 
tion.   Are  the  severely  handicapped  better  served  by  consumer 'involvement  in 
planning,  delivery,  and  evaluation  of  rehabilitation  services,  including  proposal 
review,  counselor  sensitization  through  training  workshops,  peer  counseling, 
advisory  board  involvement,  and  evaluation  of  service  delivery? 

/ 
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•  .Finally,  consumer  involvement  in  the  policy  planning  and  priority  setting 
activities  of  the  rehabilitation  engineering  research  field  may  be  helpful  in 
orienting  such  research  to  the  needs  and  economic  constraints  of  the  handicapped. 

SPECIAL  GROUPS 

Certain  disability  groups  having  special  problems  to  which  R&D  might  give 
some  assistance  are  presented  below.    This  list  is  not  exhaustive,  but  merely 
suggests  some  of  the  issues  to  be  considered  in  addressing  these  gifoupQ. 
The  Mentally  111 

The  mentally  ill  pose  special  problems  with  regard  to  definition  and  service 
requirements.     Since  they  comprise  a  significant  porti^^on  of  VR  applicants,  and 
have  a  high  acceptance  rate  but  a  low  rate  of  successful  rehabilitation,  the  R&D 
issues  with  this  group  will  be  treated  separately.    The  major  difficulties  encoun- 
tered  in  defining  persons  who  are  severely  handicapped  due  to  an  emotional 
disorder  are  discussed  more  thoroughly  in  the  report.    One  difficulty  is  the 
lack  of  adequate,  objective  criteria  for  severity,  whether  these  are  opinions  of 
mental  health  professionals,  psychological  tests,  or  other  methods.    The  unstable 
nature  of  emotional  disorders,  the  fact  that  the  pyschological  condition  and  the 

functional  and  vocational  limitations  are  not  necessarily  constant — present  further 
difficulty.    1^  individxial  may  be  severely  impaired  during  a  psychotic  episode, 

suffer  little  impairment  after  the  episode  subsides,  and  yet  be  likely  to  undergo^ 

A 

further  disabling  episodes.     In  addition,  the  effects  of  institutionalization 

may  be  just  as  handicapping  as  the  effects  of  the  individual's  emotional  problems. 

One  ^of  the  first  research  issues  to  be  considered,  then,  is  whether  more 

aCcuraPli^reasonably  efficient  screening  procedures  can  be  developed  which  yill 

define  and  identify*" those  who  are  severely  disabled  beca\ise  of  an  emotional 
'  «  ■  s. 

'   disorder,  and  which  will  also  indicate  such  factors  as  employment  potential, 

6 

ability  to  care  for  themselves  unassisted,  and  likelihood  of  remission.  Any 
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increase  in  accuracy  and  greater  efficiency  in  predicting  employability  or  in 
placing  persons  in  appropriate  pro grama 'should  be  weighed  against  the- costs  and 
administrative  difficulties  imposed  by  such  procedures.    Research  of  this  sort 

^  would  necessarily  require  control  groups,  standardize^  VR  selection  procedures, 
and  sufficientSfollo^p  to  determine  whethe^  the  measures  employed  discriminate 

■  groups  over  a  sufficient  time  period  to  warraht  this^lementation  on  a  broad 

scale,  / 

Previous  research  has  only  roughly  indicated  the  numbers  of  persons,  who 
ndght  be  severely  psychologically  handicapped-HEW  estimates  .range  from  A. 3  to 
A3  million.    In  order  to  do  progr^  planning  which  would  encompass  the  needs  of 
all  severely  disabled,  the  actual  numbers  of  persons  needing  servicesi'must  be 
more  carefully  esti^ted.    However,  if  current  rehabilitation  efforts  are  any 
indication,  a  vast  gap  between  the  numbers       persons  needing  services  and  the 
number  of  services  available  will  remain  for  some  time,  regardless  of  the  pre- 
cision of  population  estimates.    A  study  in  Vermont  concluded  that  70  percent  * 
of  the  institutionalized,  chronic  patients  studied  could  be  placed  in  the  community 
if  adequate  transitional  and  vocational  rehabilitation  services  are  provided'. 
The  literature  on  programs  providing  such  services  is  extensive  regarding  models 
and  methods  of  imp^lementation.  but  scant  with  regard  to  effectiveness.    The  best 
indications  are  that  Halfway  hduses  and  other  programs  which  assist  with  living 
arrangements,  family  and  social  relationships,  and  reentry  into  the  vocational 
spheres  are  effective  in  the  short  term,  particularly  when  workshop  facilities 
or  transitional  employment' possibilities  are  provided.    Research  and  demonstra- 
tion projects  in  addition  to  those  already  funded  by  RSA  and  NIMH  are  necessary 
to  provide  a  substintial  data  base  .from  which  to  base  major  policy  decisions 
regarding  expansion  of  the  most  promising  projects  of  this  type. 
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One  of  the  major  Issues  in  terms  of  feasibility  of  implementation  of  pro- 
grams designed  to  deinstitutionalize  persons  is  cost.    If  the  cost  of  these  s 
programs  is  significantly  higher  than  current  costs  for  insj^tutionalization, 
we  will  probably  see  little  expaSision  of  such  programs.    Thus,  reseairch  and/or 
demonstration  projects  should  focus  on  programs  which  show  low  costs  or  high 
returns.    Such  demonsti^ations  should  be  conducted  in  cooperation  with  Medicaid, 
Medicare,    Social  Services,* and  Public  Health  Service  programs  in  nursing  homes. 

Any  such  research  should  address  the  weak^t  points  in  previous  research  — 
lack  of  contro"!  groups  and  followup  data.    Rather  than  simply  assessing  jirogress. 
at  some  later  point  in  time  —  say,  2  years  after  completion  of  the  program  — 
demonstration  projects  should  be  designed  which  provide  for  followup  services, 
since  this  population  has  a  high  risk  of  readmission  to  hospitals,  termtnatipn 
of  employment,  and  other  setbacks.*  Research  on  long-term  effectiveness  may  prove 
mqre  promising  if  the  need  for  continuing  services  or  support  is  included  in  the 
program  design* 
The  Mentally  Retarded 

There  is  considerable  evidence  to  show  that  large  numbers  of  even  the 
severely  mentally  retarded  can  be  deinstitutionalized  and/or  placed  in  employment 
or  homemaking  sitmtions.    However,  th^  evidence  also  shows  considerable  varia- 
tion in  succeGS  rates  between  different  States  and  different  .types  of  rehabilita- 
tion programs.    It  was  suggested  that  this  diversity  is  probably  due  to  the  ^ 
diversity  of  populations  used  in  the  sample  a^  well  as  the  type  of  job  placement 
considered.    Counselor  characteristics,  including  empathy,  concretenesa^ 
familiarity  with'  behavioral  techniques,  etc.  could  also  affect  the  success  of  • 
these  efforts. 
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Research  which  was  directed  at  determining  the  most  fruitful  types  of 
placements  and  rehabilitation  programs  for  individuals  with  different  types 
.  of  probl'ema  associated  with  retardation  (e.g.',  employment,  psychological, 
familial,  independent  living,  etc.),  might  serve  to  point  the  way  for  compre- 
hensive services  to  the  retarded  or  towards  more  specialized  arervices,  depending 
upon  the  person's  need  and  situation.     If  ADL  services  aife  to  be  considered  as 
^  part  o^^pl^bi4itation,  prediction  of  the  aggregate  need  for  and  usefulness  of 
series  is  crucial.     Definition  of  the  boundaries  between  rehabilitation  and 
DeveCmental  Usabilities  should  be  established.     Research  to  ascertain  the 
percentage  of  severely  handicapped  persons  of  different  ages,  with  different 
levels  of  IQ,  physical  disability,  and  social  maladaptatipn  which  would  be 
helped  by  various  types  of  vocational  and  independent  living  services  such  as 
sheltered  employment,  recreation,  and  domiciliary  care,  is  now  being  done  at ^ 
one  institution.    This  type  of  research  requires  careful  followup  study  and 
analysis  before  drawing  conclusions  upon  which  to  base  policy-oriented  decisions. 

Study  of  the  models  existing  for  rehabilitating  the  severely  handicapped 
retarded  and  the  cost  of  such  methods,  such  as  reorienting  institutions  from 
custodial  to  rehabilitation  facilities- and  the  use  of  students,  parents,  and 
volunteers  would  be  useful  for  indicating  cost-effective  ways  to  reduce  physical 
and  economic  dependency  in  this  group. 
The  Blind  and  the  Severely  Visually  Impaired 

People  vrLth  severe  visual  impairments  and  the  blind  with  multiple  other 
impairments  are  among  the  most  difficult  to  Rehabilitate,  and  much  research  is 
■needed  to  advance  the  state  of  the  krt.     The  prir^ipal  a^eas  requiring  research 
are  visual  enhancement  and  visual  substitution,  information  gathering,  and  formal 

informaxlonal  display. 

Extensive  research  should  continue  to  develop  hardware  capable  of  providing 
rapid  display  of  magnified  print  or  other  visual  stimuli, Ift  the  low-vision 
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population.    Techniques  already  available  require  study    %p  determine  optimal 
use.    Aids  which  convert  displayed  i^nformatloA  Into  tactile  or  auditory  form 
need  further  development. 

Studies  should  be  conducted  to  determine  the  need,  cost^  effectiveness,' 
and  acceptance  Of  the  variety  of  special  optical  viewing  devices,  visual  sub- 
stltutlon  devices,  and  computerized  devices  whiph  translate  the  visual^  to  the 
spoken  word.*^  Future  research  on  visual' substitution  devices  should  stress 
more  rapid  assimilation  of  printed  material.. 

Systematic  Investigations  are  needed  to  determine  the  most  effective 
optical  aids  for  Independent  mobility  of  persons  with    low  vision.  Development 
of  visual  substitution  devices  as  an  alternative  for  the  blind  and  persons  with 
low  vision  Is  also  needed,  to  be  followed  by  a  systematic  evaluation  of  the 
comparative  benefits  achieved  by  video  Inputs.  '  Basic  research  designed  to  * 
elicit  Information  about  the  perceptual  processes  on  which  mobility  depends  Is 
essential  for  adequate  construction  of  mobility  devices. J  We  have  already 
mentioned  the  need  to  develop  nonvlbratlng  collapsible  canes. 

Job  development  and  training  techniques  need  to  be  expanded  for  the  bllpd. 
Research  which  Incorporates  current  technological  advancements  with  respect  t/ 
the  blind  together  with  Job  development  and  tralfCLng  strategies  could  suggest 
employment  paths  for  the  future,  rather  than  simply  Indicating  existing  solutions 
and  programs. 
The  Deaf 

«» 

The  deaf  constitute  a  special  problem  group  since  they  do  not  necessarily 
have  physical  limitations,  but  their  cotmiunlcatlon  Impairment  can  be  sufficient 
to  Interfere  with  practically    all  aspects  of  life.    However,  the  deaf  cannot 
.  be  readily  spoken  of  as  one  group  requiring  similar  services  or  having  the  some 
problems,  since  such  factors  as  age  of  onqet  of  deafness  and  presence  of  other 
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physical  limitations  (such  as  blindness)  can  greatly  affect  the  level  of 
handicap  and  types  of  services  necessary  for  rehabilitation*     U^spite  the 
differences,  however,  some  of  the  more  genefa^  R&D  issues  for  the  deaf  can 
be  delineated. 

Research  on  the  best  alternatives  for  providing  quality  education  for 
deaf  persons  is  limited •    The  deaf  can  easily  become  socially  isolated,  and 
the  absence  ftf  opportunities  to  learn  copmunication  skills,  to^ interact  with 
others,  and  to  become  employable  can  be  devastating.    More  basic  research  on 
the  acquisition  of  language  skills  is  fundamental  for  understanding  and  Im- 
^^^rovlng  the  educational  system.     Experiments  in  elementanry  education  for 

teaching  all  students  sign  language  and  integrating  the  deaf  child  with  his  / 
peers  should  be  mounted  to  determine  the  costs  and  effects. 

Adequate  research  indicating  the  time  involvement  and  the  costg  of  serving 
the  deaf,  as  well  as  the  availability  of  staff  for  such  services,  would  provide 
some  hard  data  for  planning  to  meet  the  needs  of  the  maximum  number  of  such 
persons. 

Job  development  strategies  for  the  deaf  will;differ  from  strategies 
developed  for  those  Vith  limb  impairments.    Additional  analysis  of  the  effec- 
tlvenesB  of  various  approaches  to  vocational  training  of  the  deaf  A^nd  identific 
tlon  of  appropriate  vocational  areas  would  be  helpful  for  guidance ''in  this 

area.  ^ 

Imprpvements  in  technology  for  the  deaf,  such  as  hearing  aids  which  screen 
out  or  control  loud  background  noises  and  telephones    which  are  usable  by  the 
deaf,  await  continued  research  development.  ^ 
Persona  with  Other  Disabilities 

While  there  haa  been  some  research  on  the    rehabilitation  service  needs 
'of  peraons  with  cerebral  palsy,  epilepsy,  arthritis,  stroke,  and  so  forth,  the 
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surface  has  barely  been  scratched.'  There  has  been  extensive  work  In  medical 
care  and  rehabilitation  engineering  for  some  of  these  groups,  but  considerably 
more  information  about  their  needs,  potentials,  and  special  problems  should  be 

V 

systematically  documented.     Successful  service  modalities  and  innovations, 
together  with  the  costs  of  these  methpds,  should  be  investigated. 

OVERVIEW 

/ 

Much  has  been  said  about  the  need  for  R&D. to  determlhe  the  extent  and 

t 

characteristics  of  the  severely  handicapped,  their  rehabilitation  needs,  and 
the  cost  of  such  services.     In  order  to  achieve  a  more  complete  and  realistic 
picture,  large  data  file  analysis,  R&D  on  the  characteristics  of  individuals  ^ 
successfully  and  unsuccessfully  rehabilitated,  and  an  assessment  of  the  factors, 
including  cost,  which  impitige  upon  the  success  and  feasibility  of  rehabilitation 
efFdrts\is  needed.     Factors  which  may  relate  to  rehabilitation  potential  include  * 
physical  limitations,  age,  education,  work  history,  sex,  geographic  location, 
financial  and  motivational  factors,  aAd  rehabilitation  services  received.     The  » 
rehabilitation  goals  and/or  outcome  should  be  clearly  specified  in  such  research, 
since  different  characteristics  or  combinations  of  characteristics  may  facili- 
tate rehabilitation  towards  different  types  of  emplo3mient,  homemaker  status, 
continued  education,  or  other  outcomes.     A  wealth  of  data  could  be  obtained  from 
VR  and  other  rehabilitation  and  social  service  agencies  by  delineating  the 
researcl\^specif ications  in  advance,  thereby  peirmitting  study  of  the  individual 
characteristics  which,  under  current  rehabilitation  practices,  contribute  to  a 
successful  outcome.  | 

Ii^reased  support  of  regional  research  centers  to  investigate  the  problems 
and  needS  of  the  various  types  of  severely  handicapped  persons  and  to  provide 
guidance '^o  State  agencies  for  research  and  demonstration  efforts  would  help 
focus  and  disseminate  the  R&D  efforts  upon  those  issues  most  critical  to  the 

severely  handicapped.  ^ 

»  c 
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In  view  of  the  data  from  our  surveys  and  thes4nEJi*8  from  members  of  our 
advisory  committee,  a  major  shift  in  R&D  emphasis  toward  a  focus  on  the  inter- 
action of  the  individual  and  the  barriers  in  his  environment  seems  indicated. 
The  chapter  on  employment  underscores  the  fact  that  practically  anyone  who  is 
not  severely  brain  damaged  can  work,  no  matter  how  handicapped.     The  major 
problems  seem  to  be  not  so  much  with  the  severelji^  handicapped,  as  with  the  ^ 
severely  hWicapping  environment.     RAD  are  indicated  which  W^ld  focus  on  the 
'interaction  of  the  iii#ividual  with  the  labor  market,  the  rehabilitation- agenqies , 
housing^  transportation,  attitudinal  barriers,  and -legal  sanctions.  Research 
and  demonstrations  with  control  groups  and  sizeable,  representative  sampler, 
are  needed  to  focus  on  what  actually  works  in  reducing  the  environmental 
barriers  that  restrict  persons  who  are  considered  severely  handicapped. 
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DEMONSTRATION  PROJECTS 
-    Provisions  of  the  1973  Rehabilitation  Act  requiring  demonstration  pro- 
jects in  conjunction  with  the  Comprehfensive  Needs  Study  clearly  recogalzed  . 
that  there  would  be  areas  of  investigation  which  would  'not  be  answered  on 
the  basis  of  available  data  and  experience.     In  this  chapter  ve  will  describe 
the  rationale  for  the  areas  to  be  examined,  describe  the  two  ongoing  projects 
in  a  little  depth,  and  describe  the  foui;  reniaining  demonstrations  to  begin 
July  1,  1975. 

The'  demonstration  projects  which  are  needed  tc^ad^uateiy  address  all  • 
the  issues  far  exceed  the  funds  made  available.     A  total  of  21  percent  of 
applications  for  demonstrations  were  received  in  the  two  requests  made  In- 
late  1974  and  early  1975.     Six  projects  were  funded,  although  almost  all  of. 
the  applications  had  merit.     The  two  ongoing  projects  were  funded  by  nonrVR 
sources,  whereas  the  four  projects  about  to  bj^  initiated  were  VR  funded/' 
OngoinR  Projects 

I.     One  of  the  ongoing  demonstration  projects  concerns  the  role  of 
the  Comprehensive  Medical  Rehabilitation  Centers.     In  the  course  of  early 
discussions  on  demons/rat ions ,   it  became  clear  that  little  yas  known  about 
•     the  possibilities  of/expanding  the  role  of  medical  rehabilitation  centers 
into  delivery  of  independent  living  services.     Most  rehabilitation  centers  . 
still  operate  primarily  on  the  medical  model,  with  the  staff  being  available 
only  at  the  facility,  and  discharge  to  the  community  marking  the  end  of 
service.     The  extent  to  which  a ' comprehensive  medical  rehabilitation  center 
would  be  able  to  take  severely  handicapped  persons  all  the  way  into  the  com- 
munity, until  it  was  certain  that  their  adjustment  was  complete,  and  the  y 
relationship  which  the  CMRC  voul'd  have  with  VR  or  other  ongoing  programs  in 
ERJC'  deallng  wlth  such  problems  as  income  maintenance,  home  finding,  transportation 


family  counseling  and  the  like,  were  basic  concerns  about  the  role  of  the 
CMRC*8.  .  .  - 

Examination  of  the  expanded  role  which  could  be  taken  by  the  CMRC's 

/ 

was  undertaken  by  the  faculty  and  project  sTaff  associated  with  the  University 
of  Washington  Department  of  Reh^ilitation  Medicine.    The  purpose  of  this 
demonstration  project  is  to  1)  conduct  comprehensive  evaluations  as  to  the 
rehabilitation  needs  of  persons  with  severely  handicapping'  conditions,  and  * 
2)  organize  state  agency  activities  as  well  as  community  resources  in  pro- 
viding  increased  services  and  care  to  the  handicapped. 

The  specific  procedures  to  be  used  in  this  study  include: 

1)  Interviewing  the  severely  handicapped  to  determine  their 
medical,  housing,   transportation,  educational,  vocational, 
economic  and  other  rehabilitation  needs; 

2)  Recommendation  of  appropriate  rehabilitation  services,  based 
on  the"  interview  and  further  professional  information.  For 
example,  if  medical  help  is  indicated  during  the  interview, 
medical  examination  by  appropriate  specialists  would  be 
recommended.     The  Isame  would  be  true  if  vocational  help, 
speech  therapy,  psychotherapy,  physical  tljerapy  or  any  other 
rehabilitation  training  or  therapy  is  ^eeded. 

3)  Since  vocational  training  and  counseling  are  frequently  . 
needed,   two  types  of  evaluations  may  be  frequently  used  to 

'  plan  for  appropriate  training  and  counseling.     The  first 
involves  administration  of  interest,  aptitude^ and  achievement  > 
tests,  and  the  second  provides  on-the-job  observation.  In 
addition,  with  the  clients'  permission,  observations  of  the 
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wprk  situation  will  be  performed  to  see  if  there  are  any 
special  rehabilitation  problems  which  need  to  be  solved. 
Assistance  will  also  be  provided,  if  needed,  in  job  inter- 
viewing skills,  resume  preparation,  and  job'  seeking  techniques. 
Such  assistance  will  be  given  by  a  vocational  counselor, 
4)    In  order  to  see  if  the ^rehabilitation  services  are  of  help, 
interviews  and  evaluations  such  as  those  explained  above  will 
'  be  re-administered  after  services  have  been  provided.  Re- 

habilitation services  will  continue  as  long  as  the  need  for 
them  Is  present. 

Data  analogous  to  that  collected  by  the  Comprehensive  Needs  Study  on  client 

ft  , 

characteristics/service  needs,  severity  profile,  income,  etc,  and  data  on 
services  provided,  costs  of  care,  interface  with  other  programs  and  the  like 
.will  be  collected  and  analyzed.  An  outline  of  the  variables  to  be  studied 
•and  'the  timetable  foj:  the  first  year  of  operation  are  presented  in  Figures 
1  and  2.  As  can  be  noted  in  Figure  2,  the  first  task  involves  analysis  of 
retrospective  data,  which  may  be  used  for  control  purposes. 

II.     The  second  ongoing  project,' also  funded  from  non-VR  sources,  is 
at  the  Center  for  Independent  Living  (CIL) .     CIL,  a  consumer  self-help 
organization,  looks  at  the  problems  of  the  handicapped  from  quite  a  different 
theoreCical  perspective.  •  They  see  the  rehabilitation  system  as  a  network 
of  public  and  private  agencies  in  which  several  serious  gaps  exist. '  Psycho- 
logical factors,  for  example,  are  often  ignored  or  perceived  as  barriers  to. 
rehabilitation.     In  fact,  in  our  survey^of  providers  we  found  that  the 
motivation  of  the  severely  handicapped  person  was  often  the  major  reason  , 
for  their  not  being  accepted  into  the  program.    Our  surveys  of  individuals 
0_      uncovered  an  extensive  amount  of  despair  and  depression,  extremely  poor  self- 
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Figure  1 

OUTLINE  OF  RESEARCH  VARIABLES  TO  BE  STUDIED 
(University  of  Washington) 

I.      Source,  of  Population  to  be  Included  in  Study 

A.  Nursing  home  residents. 

B.  Patients  dismissed  from  Department  of  Vocational  Rehabilitation 
'      because  disabilities  Judged  too  severe  for  rehabilitation. 

C.  Clients  entering  job  station  program  at  University  of  Washington 

Rehabilitation  Center  with  full  sponsorship. 


XI*     Independent  Variables  •  . 

A,  Primary  independent  variables 

1.  Population  source 

2.  Disability  category 

3.  Severe  disability 

A.    Non-severe  disability 

B.  Secondary  Independent  Variables 

1.  Age  . 

2.  Sex 

3..  Social  condition    (alone,  familjy  membership,  etc.) 

A.  Psychometric  characteristics 


III.  Dependent  Variables 


A. 

Functional  behaviors  at  onset  of  contact. 

B. 

Rehabilitation  needs. 

C. 

Rehabilitation  costs. 

Rehabilitation  time  involved. 

E. 

Rehabilitation  outcome. 

F. 

Functional  behaviors  at  discharge. 

p 

G. 

i 

Functional  behaviors  at  follow-up. 
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.  .  , Figure  2 

COMPREHENSIVE  NEEDS  PROJECT 

(University  of  Waehington) 

Project  Time  Frame 

—  — 7         -  . 

3/1/75  -  3/1/76 

3/7/75  Data  analysis  (retrospective  data) 

4/1/75  Part-time  staff  started  (retrospective)  '  ■  \ 

A/7/75  Notification  of  grant  approved  by  Commissioner,  R.S.A. 

4/14/75  Notification  of  grant  award  by  University  of  Washington 

4/15/75  Enhancement  of  community  involvement  begun 

4/15/75  Preliminary  data  protocol  completed 

5/1/75  Revised  budget  submitted 

5/7/75  Budget  number  provided  by  University  of  Washington  Grant  and  Contract  Services 

5/7/75  University  of  Washington  space  and  f urnishings^rranged 

5/7/75  Full  staff  recruitment  started'  . 

5/7/75  Final  form  of  data  protocol 

5/15/75  Preliminary  report  to  R.S.A.  submitted 

6/1/75  State  Advisory  Board  formed 

6/15/75  Patient  flow  begun 

6/15/75  Computer  capability  programs  Initiated  , 

7/1/75  Full  staffing  completed 

7/1/75  Commitment  from  stafe  DPA~DVR 

7/15/75  Monthly  data  system  evaluations. 

8/1/75  Accomodate  state  staff 

1/1/76  Rc-adjust  staffing  for  next  grant  year 

1/1/76  Prepare  and  analyze  prospective  data  for  Year  I  report 

2/15/76  First  year  report  comploLod 


ERIC 


840 


l^age.  and  general  Isolation.    The  CIL  program  Is  based  on  the  assumption  that 
the  best  ».y  to  energize  and  motivate  such  persona  is  through  role-.odellng  . 
among  the  handicapped  themselves'.    Peer  counseling,  aggressive  advocacy  for 
full  integration  into  society  and  for  attaining  full  dignity  as  a  person, 
and  provision  of  services  only  the  handicapped  themselves  are  likely  to 
identify  or  provide,  such  as  attendant  pools,  equipment  repair.  Inventories 
of  accessible  housing.,  and  picketing  of  the  mayor  until  he  agrees  to  put  In 
curb  cuts  downtown,  are  all  .part  of  this  energizing  concept.  Established 
formal  agencies,  both  public  and  non-profit,  often  have  traditions  and  limita- 
tions whlcl  result  In  gaps  and  occasional  Insensltlvlty  to  the  ,eeds  and 
preferences  of  the  handicapped  person  themselves. 

There  will  always  be  those  whose  needs  are  such  that  no  public  agency 
can  address  the.-lt  may  take  years  to  get  a  recently  blinded  or  spinal  cord 
injured  person  out  of  a  depression  and  actively  seeking  to  realize  his  maximum 
potential.     Sex  counseling,  mounting  lawsuits  against  landlords,  and  demanding 
action  from  public  officials  are  some  of  the  messy,  controversial  and  essen- 
tial activities  for  the  real  lives  of  those  severely  handicapped  people  with 
a  passion  for  equality.     The  questions  raised  about  the  consumer  self-help 
groups  include  how  well  does  this  approach  work,  what  does  it  cost,  and  what 
are  the  dangers  as  well  as  the  opportunities!    The  CIL  project  should  shed 
light  OS  this  innovative,  but  controversial  approach  to  service  delivery. 

The  CIL.project  is  designed  to  look  at  the  progress  of  persons  in 
the  CIL  program  over  tl.e.  and  to  compare  this  with  the  progress  of  comparable 
persons  not  accepted  Inte  their  program.     Key  demographic,  income,  service, 
cost  and  process  data  comparable  to  that  collected  In  the  Comprehensive  Keeds 
Study  are       be  collected.    Heasurements  of  severity  and  reported  limitations 
a       in  various  areas  of  functioning,  such  as  self-care  and  transportation,  will  _ 
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be  recorded  at  several  points  in  time.     Eventually,  these  ^ata  can  be  compared 
with  other  projects  to  determine  the  degree  to  which  CIL  accomplishes  the 
objectives  of  their  progr;am. 

The  principal  objective  of  this  project  is  to  show  that^^a  consumer-based/ 
organization  can  deliver  services  which  would  not  otherwise  be  provided  to 
severely  disabled  persons.'    A  peer  counselor  approach  to  problem  solving 
is  the  essential  difference.     Research  and  Demonstration  will  identify  gaps 
in  the  services  which'^are  currently  available,  and  will  demonstrate  how  a 
consumer  based  organization  can  serve'  to  supplement  and  to  expand  a  comprehen- 
sive service  delivery  network.     The  project  is  designed  to  facilitate  inde- 
pendent  living  for  people  with  severe  disabilities^within  the  community  as 
well  as  to  provide  assistance  in  vocational  exploration  and  job  placement.  . 

The  purpose  for  the  existence  of  CIL  can  be  reflected  *i  its  basic 
philosophy  of  ''do  for  self".     It  is  felt  that  a  staff  with  a  range  of  dis-. 
abilities  has  unique  advantages  in  understanding  the  problems  which  are  faced 
by  those  persons  who  are  disabled. 

CIL  ha§  developed  and  expanded  its  services  so  that  they  help  clients 
establish  eligibility  for  services,  find  attendants  and  transportation,  leairn 
financial  management  and  self-care,  and  find  independent  living  situations 
in  the  community.     The  experience  of  staff  members  of  CIL  in  serving  the 
severely  disabled  will  provide  valuable  information  on  the  service  gaps  and 
economic  and  social  barriers  which  confront  the  most  severely  disabled.     CIL  ^ 
staff  has  identified  many  service  gaps,   in  response  to  which  wheelchair  repair, 
attendant  referral,   financial  advocacy,   and  eraployment  services  have  been 
created,     p'eer  counselors  serve  as  the  link  between  existing  services,  and 
Identify  new  service  areas  where  there  is  a  need.     With  client  involv'ement, 
O     they  hope  to  see  the  development  of  new  services,  in  close  cooperation  with  the 
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Department  of  Vocational  Rehabilitation  and  other  service  agencies.  Possible 
examples  of  such  services  include  housing,  location,  expanded  housing  programs, 
transportation  services,  and  training  of  health  professionals. 
Project  Activity 

Project  phasing  is  indicated  in  Figure  3-    The  procedures  which  will  be 
employed  at  different  stages  of  this  project  are  described  in  the  next  section. 
Client  Selection  Process 

A  client  selection  advisory  coniinlttee  is'  made  up  of  the  counselor  coordi- 
nator, one  peer  counselor,  an  occupational  therapy  consultant,  and  a  service 

counselor-     The  committee  will  evaluate  and  assist'  the  coordinator  in  selecting 
> 

clients  from  the  referrals-     Those  who  ar|  rejected  as  clients  will  be  referred 

to  other  agencies  in  the  community  or   to  other  CIL  services.     The  intake  form 

has  been  designed^ to  help  document  the  status  of  services  received  from  other 
/ 

agencies  and  the  current  status  of  the  applicants'   independent  living  situation. 

There  are  four  general  groups  from  which  the  Clients  will  be  selected. 

-Clients  on  rehabilitation  but  experiencing  difficulties.  ^ 
y  -The  newly  disabled  with  severe  disability. 

^  -The  long  disabled  with  no  rehabilitation  services  du§  to  severity 

of  disability. 

-Those  that  at  present,  are  not  considered  eligible  for  Votational 
Rehabilitation  (due  to  age,  employment  potential). 

It  is  in^ortant  that  no  specific  disability  should  predominate  in  the 

initial  caseload;  where  possible  a  reasonable  distribution  of  age,  sex  and  other 

characteristics  will  be  attempted.     Emfthasls  will  be  placed  on  serving  those 

with  high  motivation  who  have  been  unahfle  to  receive  satisfactory  services 

through  existing  agencies. 

Services 

843 

At  the  start  of  the  project,  counselors  will  have  very  low  caseloads 
(one  or  two  clients  per  counselor),  and  will  be  supervised  closely  by  the 
counselor  coordinator  -in  order  to  a)  monitor  the  counseling  process,  b)  refine 
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the  program  plan,  c)  identify  service  gaps,  and  d)  identify  unanticipated 
progratn  stress.     Coordination  of  the  counseling  program  will  include  indivi-. 
dual  meetings  with  peer  counselors  on  particular  goals  and  needs  of  each  client. 
Intensity  of  supervision  will  gradually  rpduce  as  the  program  makes  a  transi- 

tlon  into  full  operation.  • 

services  provided  directly  to  clients,  by  the  peer  counselor  or  other 

staff  services  will  include: 

Individual  counseling 
Croup  counseling 
Family  counseling 
Sexuality  counseling 
Occupational  therapy 
Attendant  management  counseling 
Attendant  placement-recruit 
^  Financial  advocacy 

Housing  information  advocacy 
Mobility  training 
Transportation 
Referral 

An  important  component  of  service  delivery  is  referral  to  other  agencies 

for  services  the  client  needsXbut  has  not  been  able  to  obtain.  Counselors 

will  be  responsible  for  following  up  on  any  in-service  referrals,  and  for 

recording  the  services  and  benefits  received  from  other  agencies  while  a 

client  of  this  program.     Counselors  will  also  record  direct  services  for  each 

i  * 

client,  and  for  entire  caseload. 

The  objectives,  services  and  assessment  goals  of  the  CIL  project  are 

illustrated  in  Figure  4. 
Assessment ' 

•        Clients  will  be  assessed  at  the  start  of  counseling,   followed  by  at  least 

'         ■  two  additional  assessmenrs-at  the  close  of  six  months  of  CIL  services,  and/or 

at  a  time  when  services  are  judged  as  complete. and  a  follow-up  assessment  one 

year  after  leaving  the  services  of  the  peer  counselor.     Assessment  will  cover 
O         the  following  areas  of  concern: 

ERLC  8  4  5 
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V 


-physical  assessment 
*    self-c^re  .        .  *  • 

,  attendant  management 

physical  mobility 

« 

-emotional  evaluation:     The  counselor  will  discuss  the 
following  areas  with  the  client: 
acknowledgement/coping  with  disability 
*  self-esteem 

sexual  awareness 

community/social  awareness  and  mobility 
self-actualizat ion 

-vocational/avocational  plans 
vocationoJL/avocat ional  goals 
vocat ional/avocat ional  preparation 
post-employment  adjustment 
employment  stability 
vocat ional/avocat ional  development 

The  level  of  independent  living  skills  and  vocational  or  avocationa\ 
skills  desired  and  achieved  depends  on  theclient's  stated  goals  and  objectives. 
The  counselor's  function  is  not  to  become  a  necessary  factor  in  the  client's 
life,  but  to  help  the  client  realize  his  potential  in  recognizing  and  dealing 
with  problems.     The  measure  of  success  is  the  independence  and  self-reliance 
the  client  attains  in  recognizing  and  dealing  with  problems,  in  light  of  his 
,     own  goals  and  objectives.  «. 
Projects^  effective  July  1,  1975 

Four  demonstration  projects,  all  funded  by  VR,  will  be  described  but 
briefly,  since  none  of  these  projects  are  in  operation  at  the  present  time. 

I.     Demand  for  ILR  Services    There  is  much  concern  but  little  data  on 
the  likely  demand  for  ILR  services  once  an  authority^ is  established.  Some 
professionals  in  the  field  fear  a  demand  so  great  as  to  swamp  the^ vocational- 
oriented  effort.     Others  feel  ILR  may  be  trivial,   feeling  that  persons  with 
ILR  potential  most  likely  cai   be  shown  to  also  have  VR  potential.     One  method 
of  gaming  some  insight  into  the  likely  demand  for  ILR  services  is  to 
rn^^-  implement  a  program  of  ILR,  roughly  comparable  to  that  in  the  vetoed  bills, 
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SuCh  I  project  is  essentially  what  the  State  VR  agency  In  Utah  proposed 
for  demonstration. 

II.     Technology  Application    Great  technological . advances  \^ave  occurred 
in  many  fields,  but  too  often  the  application  lags  behind  the  technological 
breakthrough.     Creative  utilization  of  one  of  the  advances  in  cofemunication 
is  proposed  by  the  VR  agency  in  Illinois.  '  ^  • 

This  application  would  explore  the  feasibility  of  interactive  cable 
television  as  a  means  of  presenting  training  programs  to  the  homebound,  for 

j 

Loyers,  and  for 


establishing  two-way  coniraunicat ion  with  c^nselors  or  emplc 
assessing  the  ability  of  severely  handicapped  homebound  persons  to  learn 
computer  skills  from  a  mode  of  media  communication  which  permits  feedback. 

III.  Expanded  Agency  Model    Like  the  Seattle  project,   this  project  . 
explores  thfi  possible  roles  of  a  CMRC,  but  the  focus  of  this  project  is  the 
coordination  of  the  CMRC,  other  rehabilitation  facilities,  and  other  programs 
through  the  state  rehabilitation  agency  itself.     This -essent ially  tests  both 
the  coordination  and  case  management  aspects  of  a  potential  independent 

0 

living  program.     The  New  York  State  VR  Agency,  with  Rusk  Institute,  ICD, 
Jobs,   Inc.,  and  other  agencies  working  with  the  severely  handicapped,  are 
conducting  this  project. 

IV.  Multiply  Handicapped  Blind    There  arp  areas  of  reasonable  concern 
about  the  state  of  knowledge  regarding  multiply  handicapped  persons.     A  blind 
cerebral  palsied  person,   for  example,  must  present  more  than  the  usual 
challenge  to  rehabilitation  counselors.     Demonstrations  of  progress  with 
such  individuals  would  remove  that  last  doubt  about  whether  methods  for  the 
rehabilitation  of  the  severely  disablbd  are  available.     Following  up  on  its 
project  for  the  blind  retarded,   the  Texas  Blind  Agency^  has  proposed  to  try 


some  of  the  methods  developed  with  that  group  on  a  dozen  or  more  persotifil  ^ 


who  -are  both  blind  and  with  one  or  more  of  the  follow^g  secondary  dlsabil- 

Itles:     chronically  mentally  111,  CNS  dysfunction,  multiple  orthopedic 

« 

disability,  severe  developmental  disabilities,  severe  cardiac  disorder, 
chronic  pulmonary  disease  and/or  severe  auditory  impairment. 
Overview  .  > 

There  are  numerous  other  areas  ripe  for  demonstrations  and  numerous 
projects  submitted  which  were  not  accepted  due  to  l^ck  of  funds^     For  example. 
One  agency  proposed  placing  video  cassettes  on  homebound  TV  sets  in  rural 
areas  to  provide  step  by  step  Instructlion  for  homebound  occupations.  S'pvf^ral 

V 

proposed  expanding  Rehabilitation  into  nursing  homes  and  institutions,  one 
proposed  attempting  family  rehabilitation  with  the  mentally  ill  a^d  another 
proposed  to  deinstltu t|yptnalize  t^he  mentally  i^l.     One  wCuld  have  tried  a  CIL 
type  project,  but  with  a  somewhat  more  structured  program.     Several  proposed 
testing  service  methods  on  specific  disability  groups  such  as  arthritis,  or 
the  cerebral  palsied.     One  non-VR  agency  project  proposed  having  a  group  of 
clients  not  accepted  by  VR  by  rea^son  of  severity  write  their  own  rehabilitation 
plan,  for  up  to  $1,000/Vorth  of  servic*e>   to  see  how  they  would  fare  without, 
the  agency. 

Among  the  areas  not  funded  which  are  of  special  importance  to  get  future 
demonstrations  started  include:     Rehabilitation  of  the  elderly,  especially 
those  in  nursing  homes,  rehabilitation  of   the  mentally  ill  in  independent 
living  to  demonstrate  how  rehabilita'tion  may  differentiate  its  goals  and 
activities  from  those  provided  by  mental  health  centers,  greater  insight  into 
how  tpchnology  is  diffused   through  the  program, and  exploration  of,  different 
organizational  arrangements  and  counselor  incentives  to  assure  that  vocational 
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objectives  for  the  severely  handicapped  are  not  ignored  in  favofc^  of  indepen- 
dent living  objectives.    Along  with  our  extensive  suggestions  for  areas  in  • 
which  research  would  be  fruitful,  above  and  beyond  the  already  important 
areas  RSA  Is  investigating,  we  feel  that  this  program  of  demonstrations 
could^ead  to  significant  progress  in  defining  the  scope  and  accomplishments 
of  programs  for  the  severely  handicapped.     The . knowledge  needs  in  this  regard 
are  less  for  methods  than  for  the  most  effective  methods  and  arrangements. 
Results  of  such  research  and  demonstrations  should  form  the  basis  for  sound 
development  of  rehab';llitation  programs  for  the  sever^y  handicapped. 
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Chapter  31 
POLICY  INTERPRETATIONS 

A  great  many  areas  of  investigation  in  this'  report  have  shown  the  existence  ^ 
of  needs  among  the  population  of  severely  handicapped.    Many  suggestions  are  made 
in  the  several  chapters.     For  the  most  part  these  are  needs  which  we  know  how 
to  meet:     employment  can        provided  for  the  severely  handicapped  in  a  variety 
'^f  ways;  transportation  can  be  supplied;  medical  services  can  be  delivered,  and 
equipment  can  be  manufactured  and  repaired.     Indeed,  we  believe  it  is  possible 
to.  teach  anyone  who  is  alert  and  has  some  movement  to  do  some  task.    The  problem 
is  that  the  labor  market  does  not  require  the  task  from  that  individual  at  a  price 
he  is  willing  to  accept.     What  seems  called  for  is  the  will  to  provide  resources, 
judicious^d^^^lpions  on  the  design>  6f  the  delivery  system  and  ^ts  accountability, 
and  i^lementat'ion  of  a  co&ilttnent  to  full  employment  for  all,  including  the  most 
severely  handicapped,  who  wish  to  work. 

In  this^chapter  we  discuss  some  of  the^Eindings  of  the  study  and  make  some 
^bsei;vatioTi^on  the  implications  we  see  for  the  current  program  and  for  ^he  deli- 
berations over  an  independent  living  program.    We  provide  these  comments  in  a  separate, 
chapter  because  they  are  interpretive^  drawing  not  only  on  our  analytic*  findings  ' 
but  our  understanding  of  the  constraints  iijvolved  in  changing  the  present  system 
of  serving  the  severely  handicapped.     Throughout  this  chapter  we  make  the  assumption 
that  only  a  modest  increase  in  the  level  of  direct  funding  to  Rehabilitation  is 
^likely  to  be  available  for  an  expansion  of  services.    Obviously,  if  this  assumption 

*  O  ■' 

proves  to  be  in  error,  the  judgflie^ts  reflected  below  would  have  to  be  adjusted 
accotaingly.    We  present  some  interpretation,  which  have^ potential  qost  complications  ' 

f or  , income  arid  health  financing  programs,  but  Yhese  f>rogram8  are  alrfeadjr  of  such 
.  magnitudes  that 'the  percentage  ichanges  would  likely  b'e  gmall. 
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 ;  2  ^  835^  ■  ,    

Definition  of  EllglbLe  Population 

While  a  great  proportion  of  the  providers  of  rehabilitation  services  ^ 
indicated  that  the  definition  used  in  the  Vocational  Rehabilitation  Act  is  adequate 
•for  the  purpose  df  defining  severity,  we  feel  that  some  more  objective  instrument 
or  means  should  be  developed  so  that  applicants  and  evaluators  will  have  objective  * 
^riteria  to  judge  the  agency  actions.    We  have  indicated  a  number  of  options  on 
these  approaches,  but  we  feel  that  further  research  is  required  to  develop  a- 
screening  instrument  consistent  with  legislative  intent  to  serve  the  severely 
handicapped.     For  the  VR  program,  we  feel  that  the  primary  source  of  variation 

"in  selectioTi  criteria  should  be  the  availability  of  local  rehabilitation  resources 
such  as  workshops  or  medical  rehabilitation  centers.     Save  .for  these,  any  severely 
handicapped  person  in  any  State  should  have  the  right  to  expect  approximately 
equal  probability  of  acceptance.    We  recognize  that  actual  closures  into  the 
competitive  labor  market  will  vary  depending  on  labor  market  conditions. 

Concomitant , with  this  we  would  suggest  more  stringent  quality  control, 
especially  ori  cases  closed  for  severity.    We  propose  making  a  distinction  in 
'the  VR  Reporting  system  which  would  allow  "difficulty  of  placement"  as  a 

^  legitimate  closj^re  code.     Such  a  closure  code  would  more  accurately  reflect  local 
labor  market  considerations.    While  one  does  not  want  VR  to  waste  funds  on  futile 


efforts  to  place  persons,  for  whom  the  labor  market  will  not^make  places,  one  also 

-K 

wishes    to  distinguish  clearly  between«,those  reasons  based  on  severity  and  those 


'ba^ed^on  factors  such  as  age  and  education  combined  with  a  disability.     Efforts  to 
pladfe  greater  effort  on  services  to  thejse  cAdes  rather  than^assume  difficulty  may  ha^ 
payoff.    Considerable'  research  in  establishing  standards  and  crit6iiia  for  tp^^s^^  j 
screening  activity  we  defem  a,  very  high  priority.    We  would  propose  also  a  reviw 
of  cases\closed  for  severity  or  d^flculty  by  a  panel  beyond  the  line  superviS;or. 
The  pa^i  might  alsp  inclucfe  consumer  reptesentatives. 
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Estimates  of  the  Disabled  Population  ■  ^ 

Our  .efforts  In  trying  to  translate  data  files  not  Intended  for  this  purpose, 
to  develop  population  estimates  took  a  great  deal  of  time  and  work,  yet  yielded 
less  than  optimal  results.    RSA  should  be  granted  funds  and/or  authority 
to  work  with  Census  or  other  parts  of  HEW  to  develop  ongoing  national  samples 
of  sufficient  size  to  capture  State-by-State  estlmatfes  of  the  handicapped.  These 
data  will  give  both  HEW  and  Congress  touchstone^  on  th^^  Incidence,  prevalence, 
.and  performance  of  the  States  with  respect  to  the  pbpuratlon  universe.  Periodic 
surveys  every  10  years  or  so  which  are  Intended  primarily  for  other  purposes  do 
not  yield  the  types  of  data  necessary  for  program  planning  and  for  evaluation 
^  oF  the  advances  made  In  serving  the  population  at  risk. 

As  a  corollary,  RSA  and  the  Social  Security  Administration  should  work 
evjen  more  closely  in  follow  up  of  earnings  records  and  of  comparability  of 
individuals  both  in  and  out  of  VR  in  order  to  get  better  data  on  mortality; 


eanilngs,  and  job  reten^on.     This  would  allow  benefit/cost  analyses  f)redicated 
more  on  hard  data  than  on  assumptd-ons.  ^ 

Follow  up  studies  should  be  mounted,  not  on  an  after  the  fact  basis, 
but  prospectively.    A  sample  of  clients  now  applying  to  VR  should  be. followed 
for  periods* of  up'  to  10  years  to  determine  outcomes,  along  with  a  non-VR 
cohort  studies  of  this  type  on  the  ^'elderly ,  and  RSA  would  be  well  served  in  doing 
the  same.  ,  ^ 

ImpllQatlons  of  Client  Surveys 

The  findings  of  the  VR  survey  suggest  strongly  that  considerable  value  should 
be  placed  on  expanding  the  follow  up  of  cMents  who  cannot  be  vocationally  rehab-- 
ilitatgd  on  a  number  of  fronts.    Repair  and  replacement  needs  in  equipment,  while/ 
certainly  nqt  great./  appea|  to  req-w^re  some  public  help.    Health  insurance  would 
be  the  preferable  place  to  lodge  such  financing  mechanisms.,    Ongoing  contact  with 
VR,  though,.  ml4ht  permit  reintroducing  those  with^the  dri^e  to  worlT  back  in^o  the 
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program.     In  view  of  the  extent  to  which  we  found  that  the  most  severely  impaired 
needed  assistance  of  a  medical  nature they  should  be  part  of  the  planning  for 
any  further  developments  in  health  insurance. 

As  we  point  out  in  the  following  sections,  many  of  the  findings  have  impli- 
cations  for  expanding  the  VR  role  in  housing,  transportation,  and  the  like. 
Here  we  present  some  rough  estimates  of  the  cost  of  providing  a  modest  level  of 
services  for  attendant  care,  counseling,  education,  homemakers,  meal  preparation, 
and*  some  transportation. 

One  method  ofN^ developing  such  cost  estimates  would  be  to  consider  a  program 
to  serve  the  18-6A  group  of  68,000  closed  in  1972  for  severity.    Making  modest 
assumptions  of  care  needs — two  round  trips  per  week  in  a  taxi,  1  hour  per  day 
for  an  attendant,  1  hour  per  week  of  a  home  health  aide,  1  meal  per  day  brought 
into  the  home,  A  hours  of  personal  and  adjustive  counseling  per  year,^and  (for 
10  percent)  $1,000  toward  college  tuition — the^ost  of  such  a  program  would  be 
$115.1  million.    Table  31-1  summarizes  these  estimates. 

Table  31-1 

Annual  Cost  Estimates  of  Modest  Program 
to  Serve  the  Handicapped  Rejected  by  VR 


Servic? 

Unit  Cost 

Units 

Persons 

Costs 
($millions) 

1 .     Homemaker /attendant 

$'  3,00  per  hour 

365 

37,400"^ 

41.0, 

2.     Home  health 

$11.00  per  hour 
*  • 

52 

27,900^ 

16.0 

3.    Meals  on  wheels 

$  1.55  per  meal 

365- 

37,400"'" 

21.2 

4 • *  Transpor  t a t ion/ taxi 

i  $  6,0Q  per  round 

104 

37,400"""  ' 

23.3 

5.  Counseling 

e.     Edficltion  ) 

TOTAL  » 

$25?00  per -hour 

$1,000.00  ■ 

'  4 

68,000 
6 , 800 

6.8 
6.8 
115.1 

1.  55  percent  of  our  sample  were  dependent,  a  prbportion  used  her^. 

2.  Al  percent  were  moderately  to  totally  dependent.  5^ 
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An  alternative  approach  is  to  ask  what  the  authorization  of  $80  million 
would  have  purchased,  this  being  the  high-level  authorization  had  independent 
living  rehabilitation  become  operated.    Average  Federal  shares  of  counselor  time 
in  direct  salary  and  fringe  benefits,  not  counting  of fice  , space  and  support  costs, 
for  FY  1973  was  approximately    $20,000  per  counselor  year.-*-    Diagnosis,  evaluation 
and  restoration  ran  about  $600  per  client.     If  each  counselor  did  nothing  but 
serve  100  clients  per  year  for  these  two  services,  $80  million  would  permit  ' 
services  to  100,000  cl,ients.  ,  \ 

Put  another  way,  to  cover  costs  of  100  clients  per  year  per  counselor 
(or  a  total  counselor  time  per  client  of  20  hou^s) ,  diagnosis  and  evaluation, 
restoration  at  costs  comparable  to  the  average  caseload,  $80  million  would 
h»ve  paid  enough  to  cover  the  68,000  persons  rejected  for  severity  reasons  and 
to  send  about  13,300  of  them  td  rehabilitation  centers  or  workshops  for  about 
2  months  each.  « 
^rchitectural^^Bajxlelrs 

A  role  for  the  rehabilitation  agency  in  the  advocacy  for  a  barrier-free 
environment  was  described  following  the  experience  in  Massachusetts.    An  expanded 
role  for  thfe  VR  agency  in  being  the  source  of  information  on  methods  to  modify  the 
residence  and  providing  financial  and  technical  assistance  to  persons  in  need  ^of 
such  services  would  be  desirable.    This  service  could  as  well  be  established  through 
one  of  the  voluntary  sector  agencieg.  with  public  funds.    Lack  of  compliance  with 
State  and  Federal  accessibility legislation  is  recognized  as  a  major^^p^cernj. 
The  role  of  the  Architectural  and  Transportation  Barriers  Compliance  Board  should 
be  strengthened  by  providing , the  Board  with  sanction  authority  and  additional 
resources.  .  * 

Geographic  Mobility  ,  ^ 

•J 

RelocatiotiB-ssistance  es^ntially  assuAes  an  inventory  of  accessible  housing,  . 


!•     FY  1973  Program  ijata  Book>  RSA. 
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working    agreements  with  movers,  and  other  information  on  services  and  opportunities 
This  would  permit  a  severely  handicapped  person  to  get  a  notion  of  what  is 
available  in  the  community  to  which  relocation  is  desired..    While  this  could 
easily  be  a  role  for  a  unit  of  the  rehabilitation  agency,  it  could  also  be 
contracted,  out  to  a  consumer-rutl  organization  or  to  a  voluntary  agency. 
Transportation 

Great^er  emphasis  on  barrier-free  public  transportation,  including  curb  cuts 
on  the  way  to  it  and  other  efforts  to  enhance  mobility  would  be  a  major  assist 
for  many  of  the  severely  handicapped. 

While  we  do  not  expect  the  rehabilitation  agencies  to  start  major  alternative 
transportation  systems^  we  feel  that  the  agencies  qan  make  greater  efforts  as 
advocates  for  accessible  transportation  and  in  providing  support  for  paratransit; 
systems  to  be  set  up  and  operated  by    the  handicapped  themselves.     The  essential 
costs  of  such  systems  include  the  initial  capitalization  of  the  vehicle  and  costs 
of  insurance.     If  the  handicapped  tap  their  network  to  increase  utilization,  the 
costs  per  trip  could  be  considerably  lowered  compared  to  some  present  experiences. 
Employment  ^and  Labor  Force  Participation 

^    The  prospect  for  employment  for  the  majority  of  the  most  severely  handicapped 
in  the  competitive  labor  market  under  today's  conditions  and  without  major  subsidies 
to  either  the  employer  or  employee  seems  dismal.    Affirmative  Action  efforts  will" 
probably  extend  opportunities  somewhat  to  the  less  severely  disabled.  Without 
major  legislative -changes ,  the  present  employer  attitudes,  the  effect  of  perceived 
apd  actual  increased  insurance  premium  cost^  (an  area  worthy  of  greater  investi- 
gation irf  Itself),  job  requirements  for  flexibility  of  schedules,  and  modifications 
to  places  of  employment,  all  suggest  that  labor  force  participation  ip  a  faint  hope 
for  all  but  a  few  of  the  severely  handicapped.     Legislative  changes  could  incfude 
the  elaboration/of  the  authority  in         Vocational  Rehabilitation  Act  for  new 
careers  Into  a  public  employment  program  for  the  severely  disabled,  with 
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funds  for  ongoing    support  of  positions.     In  addition,  the  number  of  workshops 
and  facilities  should  be  expanded,  as  an  estimated  1,000,000  could  benefit  from 
such  placements. 

Long-Term  Care  ^ 

If  there  Is  one  priority  area  in  which  rehabilitation  might  make ' substantial 
contributions  to  both  public  policy  and  the  severely  handicapped,  it  is  in  working 
with  clients  in  nursing  homes  and  long-term  care  facilities.     It  would  be  desirable 
to  work  out  more  of  the  issues  in  demonstrations  before  moving  ahead  on  legislation 
for  Independent  Living,  but  on  the  face  it  appears  a  very  valid  concept. 
Longf-term  care  vendors,  especially  those  in  the  for-profit  sector  will  have  few 
incentives  for  permitting  rehabilitation  to  occur  in  their  facilities .  Tho^ 
most  rehabilitatable  individuals  are  probably  those  who  require  the  least  care  and, 
hence,  are  most  profitable.     Turnover  of  beds  is  itself  a  cost  to  the  vendor. 
Reluctance  to  easily  ce&e  profit  is  understandable.     Similarly  rehabilitative  goals 
for  this  population  are  difficult  to  achieve  because  of  a  lack  of  community  resources. 
Group  residence  facilities  arfd  other  supportive  settings  which  allow  more  independent 
living  than  nursing  homes  are  not  widely  available. 

This  should  be  a  very  fruitful  area  to  pursue.     An  HEW  interagency  task  force 
on  long-term  care  mounting  research  and  demonstrations  on  such  projects  should 
be  created.  * 

Casefinding^  and  Followup  "  ^ 

We  were  struck  by  the  difference  that  the  source  of  referral  made  in  the  accept- 
ance o^\:lients  and  the  probability  of  success  once  accepted.     Since  the  bulk  of 
clients  are  referred  fr6m  hospitals  or  other  agencies,  greater  efficiency  of  referral 
could  be  ffcKieved  if  outdtationing  cp:  some  other  form  of  improved  referral  procedures 

4.  ^ 

were  accomplished.     Some  metjiod  for  follow  up  of  closed  cases  or  cases  not  accepted 
could  easily  be  developed  through  a  variety  of  means:    mail  back  forms,  counselor 
follow  up  at  Periodic  intervals,  etc.  *  The  issue  here  is  not  the  method,  since  that 


841 


can  be  developed  easily,  but  the  services  and  resources  to  be  delivered  after  the 
follow  up.    If  there  are  to  be  few  services  so  that  the  individual  Is  not  parti- 
cularly better  off,  agency  resources  spent  in  the  follow  up  might  get  greater 
return  spent  for  individuals  on  the  waiting  list. 

One  of  She  possibilities  for  expanding  the  program, however .  is  to  expand 
the  services  which  can  be  available  to  people  without  vocational  oblectives: 
equipment  replaq^ment,  generally  referring  the  individual  to  various  advocacy 

or  cjinsumer  organizations,  family  counseling,  etc. 

I 

1  ^ 

Health  Coverage 

 a—  J 

Our  investigation  was  not  able  to  assess  the  extent  to  which  all  of  the 
severely  handicapped  have  health  care  coverage.     Since  about ^67  percent  have 
Supplemental  Security  Incomb  (SSI)  and  Disability  Insurance  (DI)  benefits,  they 
would  have  some  coverage  uqder  Medicaid  or  Medicare.    Another  group  would  have 
Veterans  Administration  benefits.     The  CMRC  clients  had  their  services  covered 
by  third  party  vendors  in  97  percent  of  the  cases.    The  VR  population  reported  a 
high  degree  of  coverage  as  wei^l.    Thus  the  coverage  for  acute  health  care  seems 

t 

less  problematic  than  theVoverage  for  certain  services.     For  example,  after  the 
initial/device  is  supplied,  the  cost  of  repairs  or  replacements  are  largely  borne 
by  the  individual.    Gpverage  for  items  such  as  attendant. care  or  home  health 
aides  even  in  the  pii^jj.ic  programs  is  very  limited. 

We  would  suggest  further  Investigation    of  the  potential  costs  of  separating 
health  care  coverage  from  income  maintenance,  extension  of  health  coverage  to  all 
severely  handicapped  persons  regardless  of  employment  or;  income  (but  with  reasonable 
cost-sharing  provisions),  and  expanded  scope  of  services  covered  to  include  ongoing 
needs  for  equipment  maintenance  and  replacement,  attendant  care,  interpreters,  readers 
etc.     At  present,  good  data  on  utilization  patterns  and  cost  factors  are  unavailable, 

Thfe  objective  of  separation  of  health  coverage  from' income  maintenance 
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is  to  reduce  loss  of  health  benefits  for  those  who  wish  to  work.     As  pointed 
out  in  the  discussion  on  disincentivee ,  the  fear  of  being  burdened  with  major 
costs  of  care  discourages  many  from  seeking  the  highest  level  of  social  and 

m 

vocational  functioning  of  which  they  are  capable.     Coverage  of  the  acute  and  ^ 
ongoing  medical,  home  care,  and  equipment  needs  of  this  group  seems  warranted 
without  regard  to  labor  force  partic^-pation.    We  feel  that  the  Coverage  should 
not  be  through  the  rehabilitation  program,  since  the  needs  and  purposes  of 
such  coverage  are  broader  and  most  consumers  of  these  services  should  be 
reasonably  competent  to  procure  their  own.     Rehabilitation  should,  however, 
be  able  to  counsel  those  with  difficulties.     Similarly,  we  feel  that  existing 
public  programs  financing  health  care  services  should^  required  to  take  the 
burden  of  costs  for  such  care  off  the  rehabilitation  program.^  If  the  medical 
care  financing  programs  were  broad  enoughv^and  responsive  enough  to  cover  the 
necessary  services  promptly  and  at  reimbursement  rates  that  assured  quality 
care  from  vendors,  then  the  rehabilitation  role  should  focus  primarily  on 
ca0e  management,  monitoring,  quality  control  and  other  activities.    The  sub- 
stantial funds  available  to  provide  restoration  could  then  be  placed  back  into  * 
other  rehabilitation  services.  ^  # 

Another  similar  area  for  investigation  is  the  relationship  of  private  insurance 
and  Health  Maintenance  Organization  rules  wltY^  respect  to  the  severely  handicapped. 
Manj^to^ate  insurance  plans  equate  disability  wlt>h  sickness  and  raise  insurers' 
rates.     It  is  alleged  by  consumers  that  these  rates  arQ  raised  without  the  vendors 
having  done  experience  studies  to  see  if  the  increase  is  warranted    or,  if  warranted, 
whether  the  premium  ia  related  to  the  costs.     Employers  perceive  the  possibility 
of  such  increases  as  a  cost  if  they  hire  the  handicapped.     One  consumer  on  our  ad- 
visory committee  reproted  that  an  HMO  turned  down  her  request  to  join  because  of 
her  handicap.    Others  complain  that  the  clauses  excluding  pre-existing  conditions 
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leave  them  uncovered  in  the  area  of  their  impairment  where  they  may  need 
assistance.  ~  t- 

As  the  debate,  on  various  forms  of  national  health  insurance  proceeds, 
we  would  urge  examination  of  the  special  concerns  of  the  severely  handi- 
capped for  the  coverage  in  such  a  program.     If  private  vendors  are  to  be  used 
extensively,  special  requirements  (e.g.,  reimbursement  arrangements)  should 
be  included  so  that  the  severely  handicapped  are  not  further  penalized  by  their 
impairments. 

As  a  miqimal  proposal  we  would  suggest  that  Congress  eliminate  the 

// 

rule  requiring  2  years  of  receipt  of  Disability  Insurance  Benefits  before  persons 
are  eligible  for  Medicare  coverage.     It  is  an  unjustifiable  barrier  to  many  who 
might  like  to  be  vocationally  rehabilitated. 
Income  Maintenance 

Small  legislative  changes  in  SSI  and  DI  could  make  big  differences  to  the 
severe^ly  handicapped  and  to  their  motivation  for  rehabilitation.     We  are  unable 
at  thilB  time  to  estimate  the  likely  impact  on  caseload  and  expenditures  of  some 
of  these  suggestions,  but  given  the  high  proportion  of  severely  handicapped  already 
covered  (67  percent)  we  feel  that  a  significant  increase  in  the  billions  currently 
expended  is  not  liK^ly.    The  results,  however,  in  encouraglfng  th^  severely  handi- 
capped to  attempt  greater  self-realization  would,  we  think,  be  commensurate  with  the 
costs.     We  vjould  propose  that  the  definition  of  disability  used  for  eligibility  in  SS 
and  DI  be  based  entirely  on  the  severity  of  the  disability  as  measured  by  some  objec- 
tive instrument  and  earnings  history  to  distinguish  between  the  programs.  This 
instrument  should  be  scaled  at  "the  level  of  severity  of  the  current  SSI-DI  case- 
load.    Then  reference  to  Substantial  Gainful  Activity  should  be  dropped  and  instead 
a  provision  for  exemption  of  reasonable  costa  of  employment  and  the  present  SSI  50 
percent  tax  rate  on  earnings  be  substituted.     This  uould  have  to  parallel  the  separa- 
tion of  health  benefits  from  eligibility  for  income  maintenance,  since  even  working 


without  income  maintenance  may  cause  severe  dislocation  if  health  coverage  is  also 
Ibst  * 

Altering  the  income  maintenance  pro'grams  in  this  way  would  offer  several  ^ 
advantages  to  rehabilitation  as  well  as  to  the  severely  handicapped.  More' 
persons  would  have  some  incentives  to  try  to  work  to  improve  their  incomes.  Thla 
should  permit  rehabilitation  to  receive  more  motivated  clients.     Secondly,  this 
allows  individuals  with  some  income  to  work  and  should  reduce  the  amount  of 
maintenance  expended  by  VR  itself,  again  permitting  greater  Investment  in  other 
services.     Given  the  limited  demand  for  severely  handicapped  labor,  we  cannot 
presently  estimate  the  behavioral  effects  (which  ma!y  be  minimal  and  result  In 
minima!  costs),  but  we  suspect  the  mdrale  effects  will  be  substantial. 
Coordination  of  HEW  Programs  ^ 

The  problem  of  coordinating  HEW  programs  for  the  handicapped  is  considerable. 
These,  programs  have  differing  purposes,  objectives,  and  target  groups.  Some 
are  federally  administered,  ^me  State  administered,  and  some  administered  at  the 
local  level.     Initiatives  designed  to  pull  such  programs  together,  such  as 
Services  Integration  and  the  Allied  Services  proposal  have  so  far  reported 
limited,  i^S;^ny,  success.     Within  HEW  itself  are  the  bureaucratic  realities  of  / 
the  differences  in  size  and  influence  of  the  Social  Security  Administration  relative 
^    to  the  office  of  Handicapped  Individuals  and  RSA.    We  are  growlngly  convinced  that 
If  Congress  seriously  expects   coordination    then  it  Jill  itself  haye  to  make  major 
efforts  to  reconcile  differing  legislative  purposes  and  to  mandate  more  authority 
to  the  Office  of  Handicapped  Individuals  in  order  to  gain  the  full  cooperation 
and  participation  of  the  Various -agencies. 

Among  the  service  programs  which  should  be  investigated  to  reconcile  both 
coordination  and  boundary  problems  are  programs  for  the  developmen tally  disabled, 
mental  healthy  aging,  and  social  services.     If  rehabilitation  is  to  take  a  greater 
role  with  handicapped  children,  then  greater;^  interrelationship  with  the  special 
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edudation  programs  of  the  Office  of  Education  will  be  'necessary.     Given  the  $16 

fy  '  '  ^ 

or  so  billions  spent  by  HEW  on  the  severely  disabled,  with  a  larger  amount  going 
to  a»ll  disabled,  it  may  even  be  useful  to  think  about  pulling  all  of^  these  programs 
into  a  single  organizational  entity,  althouth  such  a  move  would  have  to  be  care- 
fully designed  to  minimize  the  dislocations  which  would  result  from  such  bureau- 
cratic changes. 

In  some  program  areas  we  suspect  that  the  Federal  level  may ^ not  be  the 

appropriate  place  for  coordination  at  all.     In  some  programs,  even  State-level 

coordination  may  not  accomplish  much.     For  example,  when  Congress  created  Title  XX 

of  the  Social  Security  Act  as  the  mechanism  to  provide  social  services  to  the  poor, 

there  was  an  explicit  reduction  in  thq  degree  of  Federal  prescription  on  the  shape 

of  the  State  program.     Services,  eligibility,  allocations  of  funds,  even  types  of 

services,  questions  of  who  supplies  the  service  and  priorities  for  service  are  to  be 

left  largely  to  State  bureaucratic  and  political  processes.     Groups  such  as  the 

developmentally  disabled,  who  have  beeh  favored  in  the  past  may  or  may  not  do  well 

in  capturing  resources  from  this  program.     Rehabilitation  agencies  may  be  able  to 

» 

move  in  on  some  share  of  the  activity  depending  upon  their  agreesiveness,  standing 
in  the  State,  and  interest*     Yet  it  is  clear  that  if  the  process  of  allocation 
in  a  State  is  not  favotable  to  the  disabled  as  a  key  target  for  social  service 
attention  and  resources,  there  may  be  little  to  coordinate.     In  this  instance, 
either  a  return  to  the  Social  Security  Title  VI  approach  or  a  new  social  service 
authority  may  well  have  be  authorized.    An  testimony  on  the  Independent  Livitig  \ 
Provisions  of  the  1961  proposed  act.  The  American  Public  Welfare  Association  pointed 
out  its  concern  that  Social  Services  authorized  in  the  public  assistance  titles  and 
ILR  services  would  overlap.     This  overlap  might,  they  testified,  cause  confusion  wit 
clients  and  fragmentation  of  services.     They  argued  for  a  coordination  mechanism  to 
avoid  duplication  and  confusion.     Giving  only  one  agency  responsibility  ^or  rehabili 
tation  would  be,  they  thought,  a  backward  step.     If  such  a  coordinated  mechanism  wer 
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possible  then,  its  implementation  with  Title  XX  see^s  to  require  stronger  mandates 
than  presently  are  in  that  program. 

While  much  can  be  done  through  policy  and  legislative  changes  to  improve 
the  interrelationship  and  coordination  of  these  programs,  ultimately  the  most 
effective  means  for  assuring  that  the  severely  handicapped  have  the  services  they 
need  is  the  active  and  aggressive  effort  they  themselves  exert.     As  with  all  of 
us,  the  key  responsibility  for  getting  the  range  of  our  needs  met  rests  with 
us  as  individuals  and  the  organizationis  which  we  use  to  exert  influence.  It 
is  reasonable  to  expect,  therefore,  that  the  severely  handicapped  should  bear 
the  final  responsibility  for  insuring  the  satisfactory  coordination  of  pro-ams 
designed  to  serve  them. 
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Consumer  Involvement 

While  there  are  considerable  problems  in  defining  who  is  a  consumer  and 
who  really  speaks  for  whom,  we  were  struck  throughout  this  study  by  the  growing 
number  of  consumer-fun  organizations  and  the  growing  awareness  and  advocacy 
of  many  of  the  individuals.     Organizations  like  the  Center  for  Independent* 
Living  fill  a  role  as  perhaps  no  other  organizationTeinr.  *  Emerging  organizat ior^ 
of  consumers  for  advocacy  and  political  activity  may  be  an  important  sign  of  a 
turn  away  from  despair  ^among  the  disabled. 

Rehabilitation  needs  to  make  greater  use  of  theoe  individuals  and  organi- 
zations.    It  is  they,  after  all,  whose  lives  are  affected  for  good  or  ill,  who 
can  say  what  is  in  their  interests  and  what  is  not.     Certainly  this  is  a  problem 
for  many  professionals,  even  in  rehabilitation,  to  accept  an  ungrateful  or  a 
critical  client.     But  we  feel  that  by  utilizing  consumers  in  rehabilitation,  a 
more  effective  rehabilitation  program  can  be  established,  especially  in  the  area 
of  coordination  of  services.     We  have  heard  of  a  cdse,   for  example,  v/hen  a 
client  vjould  not  sign  off  on  his  Individualized  Written  Plan  because  he  thought 

the  workshop  was  overcharging  for  the  program  that  he  was  to  enter.  Consumers 

o 

are  .uniquely  able  to  make  this  type  of  assessment. 

<» 

Recognizing  the  interest  in  consumer  involvement  reflected  in  this  report, 
research  and  demonstration  projects  could  increase  knowledge  in  several  areas. 
For  example,  projects  with  councils  of  organizations  of  the  handicapped  might 
explore  the  feasibility  of  different  disability  groups  cooperatively  developing 
information  and  referral  services,  paratransit  systems,   equipment  repairs, 
reading  services,  and  so  forth.     The  most  effective  means  for  consumers  to  seek 
and  coordinate  needed  services  in  a  manner  appropriate  to  their  realistic  cap- 
abilities should  be  demonstrated. 
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We 


would  encourage  greater  effort^in  implementation  of  the  provisions  :>f 
the  Vocatjional  Rehabilitation  Act  for  consume^r  committees  and  some  legislative  ^ 
mechanisnj_  for  fundi/g  CIL-type  organizations  should  the  demonstration  project  - 
pr^ve  their  wortii.  ^  ■  ^   ^   ^     ^  ^  * 


.         The  primary  areas  of  strength  we  observe  in  the  rehabilitation  program  lie 
in  case  management,  counseling,  and  coordin-ation .     Future  expansions  of  the 
"'program,  especially  with  respect  to  independent  living  rehabilitation  should 
focus  on  these  as  their  key  servite  orientation.     We^aution,  however,   that  coun- 
selors who  have  onlythese  skills  and,  a  pile  of  referral'  slips  will  have  a  low* 
sense  of  involvement  and  most  probably  a  low  level  of  accomplishment.     Y^t  * 

■         '  ^  J  /■  . 

expansion  of  the  program  into  independent  1  iving  ^a-reas  will  require -cqias iderab ly 

X        '  ,  •         .  .  ^' 

greater  advoc^y  and  use  pf  existing  programs.     We  have  m^de  numerous  sugges- 

1       "  ■  *  . 

tions  of  . ways  Congress  could  modify  programs' to  make  them  more  responsive  to  the 

rehabilitation  needs  of  the  severely  handicapped.     Should  those  programs  in 
fact  be  the  primary  financing  and  delivery  mechanisms,   then  rehabilitation  could 
have  fuli  play  in  its  case  management,   counseling  and  coordination  role.  The 
role  wo*uld  include  respons^ib  Lity  for  ongoing,   long-term  ^ase  management  for  the 
severely  handicapped,   assuring  proper  information  and  counseling  is  availabe 
to  the  individual,  and  coordinating  other  programs- to  meet  the  needs  identified. 
Only  the  long-term  ca'se  management  aspect  is  new,  since  VR  is  priiharily  a  time- 
limited  program.     This  change  would  necessitate  new  procedures  and  orientation, 
but  they  al^e ,  we  feel,  within  the  capability  of  the  program  managers  to  accomplish 
with  ease.  ^  ^  ^  ^ 

In  developing  a  program  of  independent  living  for  severely  handicapped  ^ 
individiials ,  it  is*  imperative  that  duplication  a'nd  conflict  in  tHe  way  of  ser-'' 
vice  provision,   evaluation,   funding,   etc.   be  minimize'd.     ^o  gain  insight  into 
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this  matter ,  we  asked  providfers. of  rehabilitation  tfervice^  for  their ^thougl^s 
as  to  who  should  be  held  responsible  for  particular  *filnctions. 

While  only 'ZiB' percent  ijof  the  providers  responded  id,  this -^quest^on,  tKbse  "\ 


^nnattrr€fST)ond:"8liowed  a  high  degree  df  \inlt6tT[ki:ty^'Wi:^imv  ^^pit  eyjmg^ey  ^ 
of 'the  top  five  ranked  agencies  that  w^re  considered  moOT  Suitable  for  conductl/ig 
a  program  of  independent  living,  80  per'cent  of  all  respondenta  though  that 
should  be  responsible  for  evaluating  the  rehabtlitat^/bn  potential  of  indiyidual^. 

r 

'J  /  *  # 

An  additional  12  percent  thought  that  comprehensible  rehajj^ilitat ion  cent^^rs 

should  be  in  charge  of  this  task.     Less  than  5  percent;*  tnought  that  ,y^ social 

<  *  '    '  / 

service  agency  or  public  health  agency  should  per fo|:m  this  activity 

In  every  programmatic  area --funding^  servtciB  prpvision,  coordination, 
information  and  referral,'  training,  advocacy,  Qkse  maaagement/  and  case  finding- 
VR  was  the  first  choice  of  the  respondents  in  our  sample  of/providers.  This 
result  m^y  be  explained  by  the  fact  that  54  iJercen^  of  the  respondents  are 
emplojted  with  VR  agencies.     Nevert|l|eXis9 ,  ye  . can  ""Saf  ely^^ummar J^ze  that  VR  is 
the  most  preferred  agency  by  tfhe  respond^in'ts  ^'ampled  to  conduct  independent 
living  services  for  severely  handicapped  individu^^ls . 
Financing  ^  ' 

From  the  point  of  view  of  the^  VR  program  itself  we  are  concerned  that  the 
number  of  expectations  placed  on  ttid  pl^ogram  far  exceed  the  ^resources  available 
to  meet  them.     Rehabilitation  budgets  for  the  past  few  years  have  ,been  virtiua^lly 
constant,  without  considering  the  effect  of  l^iflajiion.     The  Congress  and  the  ^ 
Administration  have  maole  little  in  the  way  of  une<[ui;vocal  statemehns  that  they 
expect  the  natural  concomitant  oE'  this  f  iscaflVcom  traint  an4  the  efforts  to 
move  toward  the  more  severely  disab]^ed  to  r^^ult  m  fewer  rehabilitations,  highei; 
cost  rehabilitations,  aAd  greater  inciderit        closures  \^ich  are  either  unsuc-" 
cessful  or  in  non-wage  occupations.     S&ph /a- signal  would  assure  the  program 
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nagers  ia  th^.  States  arid  probably  make  the  job  of  facing  the  State  legislatures' 


for  the  State  share  of  rehabilitation  funds  somewhat  easier. 

)     ^  ^  ^ 

If  the  ^ongres^  is.^desirous- of  ^idfn  indepexident  living  program 'we  wou'^^  . 
think  authorigationr  Ievel^4ar~4.fi  cxcoss 

would' be  called^ for,  If  only  to  cover  those-^peiflsons  presently  closed  for  6e^;erity.» 

We  would  think  that  an  authorization  of  $30  to  801  millipn  dollars  would  b*e  most 

usefully  spent  on  ^  project  gra/it  program  modeled  after  the  Innovation  ancj  Expan- 

sion  Gi^nt  Authority  v*ich  would  establish  ^  series  of  project?.,  to  investigate 
/  ' 

various japproaches ,  assess  the  most  effective  and  efficient  means  for  providing 


such  ^er^i^ces ,  and  wotk  out  the  ibptimal  int^?:^eiat.ionships  with  other  ^livery 
systems  bisfore  a  la^'ge  formula  grant  program  is  -  introdJced ; 

■  ^'      '      '     .  •    *         \    •    '  / 

We  would  think  that  much  of  the  financjlng  of  bbth  VR  and  ay  ILR  program 
should  be  accomplished  through  the  general  h^lth  and  income  nva^ntenance  programs 
as  pointed  out  previously.  , 

Lastly,  in  financing  of  a  formula  grant  program  of  ^dependent  living; 

'■         \  . 

some  consideration  should  be  given  to  the  ppssibility  of /client  cost  sharing 
since  some  services  provided  under  aerogram  of  this  type  might  include  those 

normally  provided  by  the  individuaL--mea 1  preparatiot/^  homemaking,-  recreat^bnal 

\  '        ■       /  ' 

activities,  ^c.     Client  cost  sharing  should  include  (1)  payment's  associated  with 
inclusion  in  the  program  and   (2)  payments  associated  with  use  of  the  prqgr/im*s 
care  benefits.  .  ^ 

Independent  Living  Rehabilitation  or  Not  , 

As  contractors  we  can  only  suggest  that  the  need  for  indepe^ident  living 
rehabilitation  Is  jthere  and  that  the  rehabilitation  system  as  it  currently  exists 
could  provide  such  set/vices  as  may  be '  authorized.   -We  were  strucli,  however,  by 


the  previous  bills.;  Given  the  focus  in  VR  On  the  severely  disabled,  we  would 


the  potential  cost  of  such  a  program  and  the  minimal  authorizations  proposed  in 

:el 

o 
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suggest  ^ot  beginning  a  formula  grant  program  of  independent  living  until  a  ^ 
minimum  of  $150  million  p^r  year  can  be  adsured  to  provide  coverage  just  for 
,  those  .currently  in  contact  with  VR  and  not  servad\ue  to  ^werity.    Any  lesser' 

,_j_.funds„.wouXd_b^_^ell_-Spfent  _Jji^  it  preBentTy ^la ^structured .  -  Congress ionai  

interest  in  an  independent  living  program  might' be  effectively  expressed  through 
first  mounting  demonptrat ion  pro jects *  to  work  put  the  service  c^elivery  Issues  ^ 
until  such  time  as  funding  for  both  VR  and  tLR  is  available.  Another  option  for 
modes-t  funding  levels  is  to  expand  use  of  ejctended  evaluation.  Such  approaches, 
in  a  time  "of  fiscal  constraints,  periait  some  movement  while  avoiding,  many  of  the 
stitky  problems  of  eligibility  and  relationship  id.th  other  service  systems  de- 
scribed  in  the  study.  .  ,  ' 

The  way  to  most "easily  accommodate  a  very  modest  program  of  independent 

'  '  '  f.      .'  '  • 

living  is  through  expansion  of  extender!  evaluation.     As  we  pointed  out  in  our 
discussion  of  this  option,  phe  small  "step  Would  be  to  have  all  persons  thought  to 

*  ■  •    ■  ^    i  '  ■  '     '  \ 

^  be  infeasible  due  to  the  s^veriBy  of  their  impairment  go  through  a  full  program 
.of  such  services.     We  wo01d  exclude  those  who  are  not  actuallyv.severely  handi- 

■         .  ..  .    ^    ■    .  , 

■capped,  but  whose  closure' is  based  on  other  characteristics  which  make  competitive 
placement  difficult,  such  as  age  or  inadequate  education  or  skills'*,     ^s  we 
pointed  out,  mo^^of  thes^  persons  seem  to  have  few  limitations  in  self-care 
and  mobility. 

When  so  limiting  the  program,   it  is  important  to  also  establish  new  mea- 
sures  of  success.  ^  At  present  a  client  closed  from  extended  evaluation  without 
vocational  rehabilitation  is  counted  as  a  non-success  despite  the"l?enefit  received 
from  ^etvices .     Certainly  measurable,  successful  independent  living  ou'tcomes 
can  be  defined:  "  no  longer  needs,  attendant,  can  now  travel  alone,  reduced  need 
for  assistance  in  homemakinai  and  so  fofth.  y 
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If  the  IL^  program  were  Umlted^to  those  severeljt,  handicapped  who  get  tc 
a  VR  Agency  but  who  cannot  be  vocationally  rehabilitated,   it  is  possible. to 
'avoid  many  programmatic  fssues  conderning  which  services  to  provide,  "how  to/  ^  • 
Intjerface  with  other  delivery  programs  and,,"  at  the 'same  time,  irecoglze  the 
limitations  of  reVources  in  .dollars,  facilities and  manpbwe^     For  $80  mllUon, 
an  average  counselor,  administrative,  and  case  service  cost  of  $3,000  would  he, 
available  for  the  nearly  27,600  persons  who;  based  on  the  41  percent  in  our 
survey,  are  moderately  >to  severely .  dependent  because  of  ^thetr  impairment. 

'  If  any  initiative  is  to  ^  mounted  in  new  areas,  we  would  propose  it  be 
Lxx  the  rehabilitation  of  persons  in  nursing  homes  and  related  long-term  care 
facilities.     While  many  persons  in  these  institutions  need  some,  level  of* care 
knd  supervision,,  there  avh  some  who  could  be  rehabilitated  to'  their  homes  or 
more  congenial  community  settings   if  they  got  ^me  rehabilitation  se^icds.  - 
Movement  to  these  settlings  could  reduce  outlays  in  Medicaid  and  lledi^are  for 
these  individuals  and  offset  cbsts  of  re'habilitation  serv-ices.  Demonstrations 
of  the  possl,bili-ties  of  such  an  approach  prior  to  legislation  would  be  desirable, 
but  if  the  reform  of  health  and  long-term  care  programs  proceeds  rapi^dly,  we 
feel  thQ  State-Federal  rehabilitation  program  and/or  CMRCs  should  be  written 
In,  based  on  the  face  validity  of  the  accomplishments  in  the  field. 
Summing  Up 

When  we  began  this  study  VR  loomed  large:    At  the  end  we  found  that  It 
accounted  for  about  2^perccnt  of  Federal  expenditures  on  the  severely  disabled.  ^ 
While  its  influence  far  outstrips  that,  modest  proportion,  we  wondered  at  the 
expectations  people  placed  on  the  program  without  the  corresponding  willingness 

to  provide  the  resources. 

Any  exercise  which  approaches  a  population  from  the  perspective  of  "nccdg 
is  very  likely  not  ^nly  to  find  needs  but  also  to  find  the  associated  costs  of 
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.  •  <  •*  *  ♦ 

'  .       •    .    '    *  I 

meeting  thos^  needs  to  be  Very  expensive.    To  have  a  comprehensive  program  for 

*  *       '  .  • 

the  severely  .disabled  that,  comes  anyx^here  hear  to  living- up  to  its  name  and 

ejqJectatlOtiS  would  'cost  billidns.  ^  Tlje  CongireS^ional  authorizations,  much  le^S' 

appropriatrlons ,  belle  the  Impulne,    The  "$30  mtiilan  Jlr^-yeax  authorlzatrlon 

could  be  sjpent  entirely  on  demonstration*  pro  jects .    The  Nixon' Administration . 

vjas ,  perhaps,  more  honest  in  saying  it  chose  not  to  put'-up  the  resources',  but 

it  failed  in-deijiling  with^the  cons^h^iences . 


Ufhen,  Confess  turns  to  ^Wfto  deal  \ylth  the/more  severely  handicapped, 
several  things  happen.     V/hatever  the  merit  of  digging  into  <he  pool  of  more 
severely  handicapped,  some  of  the  traditional  clients  must  be  abandoned.  These- 
are  clients  vAom  "many  consider  quite  worthy  of  services.     But  to  serve  the  more 
severe,  given  no  additional  resources,  means  something  or  some^r^C— has  to  go. 


The  next  thing  that  happens  is  that  the  risk  of  failure  mounts, /not  so  much 
bectiu^e  VR  does  not  know  how  to  rehab^^litate  but  that  the^  labor  market  does  not 
easily  accommodj|Gite  the  more  severely  handicapped.    The  number  ol  closures  drop. 

-No  matter  that  Congress  may  not  mind,  . nor  that  good  is  done  anyway..   While  " 
Congr'CQS  may  be  vjilling  to  vjatch  (the  number  of  rehabilitations  drop  with  some 
satisfaction  that  the  more  severely  handicapped  are  better  served,  diere  is 

•little  to  indicate  that  State  J-egislatures  and  governors  are  so  sanguine.  And 

,  it  is  a  State-Fedjeral  program.     Indeed,  there  is  little  to  say  that  the  Administra- 
tion  is  so  inclined.     l^en  rehabilitation  declined  ip  the  first  part  of  the 

.year,  the  Secretary  of  HEVJ  wanted  to  know  why.  ,    /  0 

No  one  can  fault  the  desire  to  actualize  the  potential  of  every  disabled  . 
person .     However ,  the  realities  of  resource  constraints  require  .responsible 


public  officials  both  in  Cbngress  and  the  Administration  to  make  the.  hard  choices 


and  not  make  grand  pronouncementQ  of  humanitorian  coAcern,  while  leaving  it  to 
•     the  local  Counselar  to  turn  avjay  the  opocif id  individual  at  the  d^r. 


Er|c  h'ii) 
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Much  technical  knowledge ^e^ists  to  allow  the' severely^ handicapped  to 
realize  their  potential.  Design  of  a  goal  oriented  program  aQd  significant 
financial  comraltinent  is  teqxiired.  cpTnmitiSfent  tmist  be  undertaken  i^  the 

promlsfer  of  43raviding  comprehensive  services  is  to.be  fulfilled. 
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